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SERIES  INTRODUCTION- -The  Disability  Rights  and  Independent  Living 
Movement,  by  Simi  Linton 


When  I  was  asked  to  write  the  introduction  to  the  Bancroft 
Library's  oral  histories  on  the  disability  rights  movement  in  Berkeley, 
it  reminded  me  of  the  summer  of  1975,  when  I  left  New  York  City  and 
headed  out  to  Berkeley,  California.   For  Berkeley  was  the  place  to  be  I 
told  my  friends,  filled  with  hippies  and  free  love.   I  would  spend  the 
summer,  take  courses  at  the  university.   I  had  been  disabled  just  a  few 
years  and  this  was  my  first  trip  on  my  own,  away  from  the  tight  circle 
of  family  and  friends  I  had  relied  on  in  those  early  years. 

Someone  had  told  me  that  Berkeley  was  a  center  of  disability 
activism,  but  I  didn't  tally  that  in  my  list  of  reasons  to  go  there.   I 
was  a  naive  young  woman  in  my  twenties,  and  still  new  to  disability.   I 
"managed"  my  disability  by  keeping  its  profile  low,  and  its  needs  in 
check.   I  use  a  wheelchair,  and  did  then,  and  decided  I  would  need  to 
call  the  disabled  students'  office  at  the  university  to  get  help  finding 
an  accessible  apartment  near  the  campus,  but  also  decided  this  would  be 
the  only  concession  I  would  make  to  my  disabled  state.   I  was  fine,  I 
told  myself  and  my  family,  and  by  that  I  meant  I  could  go  anywhere,  I 
could  do  everything.   Disability  would  not  bog  me  down  and  it  would  not 
mark  me . 

While  bold  on  the  outside,  I  harbored  the  deep  fear  that  I  might 
fail  in  my  ability  to  keep  disability  in  its  place,  that  it  would  come 
crashing  in  around  me  and  swallow  me  up.   I,  therefore,  was  completely 
unprepared  for  the  headlong  leap  I  made  that  summer  toward  disability, 
toward  the  people  and  the  territory  that  I  had  shunned.   I  never 
imagined  that  I  would  move  toward  disability  with  interest  and  gusto. 
It  didn't  happen  all  at  once  in  that  brief  summer,  but  I  call  that  time 
in  Berkeley  my  coming  out. 

I  had  arrived  in  a  place  where  disability  seemed  more  ordinary 
than  it  was  where  I  had  come  from,  where  accommodations  were  apparent, 
where  the  curbcuts  on  every  corner  made  it  possible  for  me  to  go  to  the 
supermarket,  to  the  bookstore  and  up  to  campus  without  having  to  stop 
someone  at  each  corner,  explain  to  them  how  to  tilt  my  wheelchair  back, 
take  it  down  the  curb,  and  lift  it  back  up  on  the  other  side.   Although 
Berkeley  may  not  have  had  significantly  more  disabled  people  than  other 
places,  it  seemed  to.   Maybe  it  was  because  I  was  out  on  the  streets 
more  than  I  was  in  New  York.   I  saw  people  acting  out  the  daily  routines 
of  life  —  going  to  the  supermarket,  school  or  their  jobs—using 
wheelchairs  or  crutches,  brandishing  white  canes,  using  sign  language 
and  all  of  the  other  indicators  of  membership. 
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And  life  started  to  become  easier  and  more  flavorful,  not  by 
avoiding  disability  but  by  living  with  it  in  a  different  way.   The  lure 
of  the  other  disabled  people  I  saw  was  great,  and  I  learned  that  it  was 
those  people,  most  I  never  got  to  meet,  who  were  responsible  for  the 
curb  cuts,  accessible  bathrooms,  the  independent  living  center  where  I 
went  for  help,  and  the  disabled  students  office  that  had  found  an 
apartment  for  me.   I  had  never  seen  any  place  where  disabled  people  were 
in  charge  and  it  thrilled  me  and  made  me  optimistic  about  my  life  in  a 
way  that  no  other  experience  could. 

I  learned  back  then  that  it  was  not  some  benevolent  church  group 
that  carved  out  those  curb  cuts,  or  a  member  of  the  town  council  trying 
to  get  votes  who  mandated  accessible  facilities,  they  were  due  to  the 
deliberate  actions  and  painstaking  labor  of  members  of  the  disability 
community  who  fought  for  the  changes  that  were  made.   Their  work  set  the 
stage  for  the  ongoing  struggle  for  rights  and  liberties  that  has  engaged 
a  nation  of  activists.   Today,  while  discrimination  remains  a  constant 
in  disabled  people's  lives,  the  right  to  an  accessible  environment,  to 
housing,  employment,  and  transportation  is  governed  by  laws  that  are 
increasingly  exerting  influence  on  those  who  discriminate.   Further,  the 
idea  of  integration,  in  education,  in  public  accommodations  and  in 
transportation,  pervades  the  informed  discourse  on  disability  rights  and 
is  supported,  again,  by  legislation  that  mandates  desegregating  society. 

The  Bancroft  Library's  Regional  Oral  History  Office  project,  "The 
Disability  Rights  and  Independent  Living  Movement:  The  Formative  Years 
in  Berkeley,  California,  1960s- 1980s, "  exposes  the  brick  and  mortar  of 
these  victories.   Present  in  the  narratives  are  major  players  and 
significant  events,  as  well  as  the  vital  auxiliary  figures  and 
contributing  influences  that  form  the  connective  tissue  of  the  Berkeley 
portion  of  these  movements.   The  histories  also  reveal  the  dilemmas  and 
roadblocks  that  halted  progress  and  interfered  with  the  integrated  and 
equitable  society  that  the  framers  of  this  political  agenda  envisioned. 

It  is  a  critical  time  to  look  closely  at  the  progress  that  has 
occurred,  and  to  study  the  impairments  and  deficits  that  remain  in  our 
not  yet  fully  integrated  and  equitable  society.   Researchers,  activists 
and  those  who  write  policy  need,  of  course,  to  examine  the  present 
moment,  and  evaluate  the  necessary  steps  to  take  to  move  forward.   Yet, 
just  as  important,  is  an  examination  of  what  led  us  here.   How  are 
present  problems  connected  to  past  struggles?  How  do  ideas  that  we  act 
on  today,  relate  to  those  formulated  in  past  eras? 

The  oral  history  project  provides  detailed  answers  to  those 
research  questions.   The  material  they  have  assembled  will  be  of  value 
to  researchers,  artists  of  all  kinds,  activists  and  policy  makers.   This 
endeavor  is  made  possible  now  by  opportunities  afforded  by  the  present 
moment  that  were  not  readily  available  before.  The  early  activities  and 
ideas  have  had  the  opportunity  to  grow  and  take  root.   There  has  been 
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time  to  evaluate  their  impact  and  to  see  the  shifts  in  ideas,  policy, 
and  human  interactions  spurred  by  what  at  first  glance  might  seem  to  be 
a  random  set  of  activities  undertaken  in  reaction  to  specific  concrete 
problems. 

In  addition,  there  have  been  a  number  of  developments  over  the 
last  three  decades  that  have  created  both  the  need  and  the  impetus  for 
this  work.   I've  grouped  these  into  four  sections  that  outline  some  of 
the  cultural,  scholarly  and  political  activity  that  informs  this  work. 

The  Social  Construction  of  Disability  and  the  Significance  of  Community 

What  I  witnessed  in  the  summer  of  1975  when  I  came  to  Berkeley 
from  New  York  was  that  disability  could  mean  something  different  just  by 
moving  to  a  new  location.   I  wouldn't  learn  the  term  "social 
construction"  for  another  fifteen  years,  but  I  did  learn  through  direct 
experience  that  disability  is  not  fixed.   I  also  learned  that  the 
disability  community  is  a  powerful  and  meaningful  entity. 

Fundamental  to  the  Regional  Oral  History  Office  project  is  an 
understanding  of  the  social  construction  of  disability.   The  efforts 
begun  in  the  sixties  by  the  people  interviewed  here  to  reframe 
disability  as  a  social  designation  and  to  conceptualize  obstacles  to 
employment,  education  and  integrated  living  as  a  civil  rights  issue, 
rather  than  an  individual  problem  of  impairments  and  deficits,  made  it 
possible  to  understand  disability  that  way.   Further,  an  essential 
prerequisite  for  the  progress  of  the  disability  rights  movement  was  the 
organization  of  the  disability  community,  a  coalition  formed  by  the 
discovery  of  each  other  and  the  recognition  of  our  common  social  status. 
Although  medical  and  educational  institutions  continue  to  categorize  and 
divide  people  by  impairment  status,  the  formation  and  the  formulation  of 
the  "disability  community"  has  had  a  major  impact  in  the  social/ 
political  arena. 

For  all  my  early  learning,  and  my  ongoing  study  of  disability,  it 
is  in  reading  these  histories  that  1  have  begun  to  understand  how 
profound  and  original  the  ideas  are  that  drove  the  early  activists.   The 
voices  that  are  heard  here  demonstrate  the  purposefulness  of  the 
activists  and  their  comprehensive  vision  of  an  equitable  society.   If 
this  research  platform  were  to  reveal  nothing  else,  it  would  be 
invaluable  as  a  means  to  contradict  the  stereotypes  of  disabled  people, 
and  of  the  disability  rights  movement  as  merely  riding  the  coattails  and 
mimicking  the  agendas  of  the  civil  rights  and  feminist  movements. 

Yet,  not  only  does  this  collection  of  histories  serve  as  an 
exemplar  of  social  construction  and  the  significance  of  community,  it 
demonstrates  the  unique  nature  of  the  construction  of  disability  and 
illustrates  the  struggle  to  define  and  assert  rights  as  a  minority  group 
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in  the  face  of  powerful  efforts  to  confine  disability  within  the 
province  of  medical  discourse. 

The  Value  of  First-Person  Narratives 

A  second  domain  that  informs  this  project  is  the  increased 
attention  to  the  active  voice  of  previously  marginalized  peoples.   First 
person  narratives,  long  discredited  in  academic  circles,  are  now 
accepted  by  a  wide  variety  of  scholars  and  public  historians  as  not  only 
valid,  but  necessary  research  tools.   ROHO's  intent  to  bring  disabled 
people's  perspective  to  the  forefront  is  consistent  with  that  approach, 
and  the  nuanced  and  detailed  data  they  obtained  demonstrates  again  the 
value  of  the  methodology.   Disability  has  traditionally  been  studied  as 
the  effect  of  war  or  violence,  the  failures  of  medicine,  or  other 
causes.   In  these  narratives,  we  see  that  what  brought  disability  to  the 
individual  becomes  much  less  important  than  what  the  presence  of 
disability  causes  to  happen.   Significantly,  the  narrators  show  the  ways 
that  disability  sets  in  motion  certain  social  and  institutional 
responses.   As  these  histories  reveal,  a  disabled  person's  presence  in  a 
school,  a  restaurant,  a  job  interview,  a  social  gathering,  or  other 
venue  often  caused  events  to  unfold  in  particular  ways. 

While  scholars  outside  of  disability  studies  have  rarely  paid 
attention  to  disability  narratives,  this  project  provides  compelling 
documentation  of  the  place  of  disability  within  the  larger  social  arena, 
and  also  demonstrates  the  ways  that  disability  plays  a  role  in  shaping 
an  historic  moment.   I  believe  that  the  rich  insights  of  the  narrators 
and  their  ability  to  reveal  the  complex  consequences  of  disability 
oppression  will  engage  scholars  within  disability  studies  as  well  as 
those  outside  the  field.   For  instance,  researchers  might  want  to  look 
at  what  the  histories  reveal  about  the  parallels  between  the  place  of 
women  in  other  early  civil  rights  struggles  and  in  the  disability  rights 
movement.   They  may  want  to  examine  disabled  people's  perspective  on 
their  exclusion  from  other  social  justice  platforms  or  consider  the 
obstacles  that  the  disability  community  itself  may  have  erected  to 
coalition  building  with  other  disenfranchised  groups. 

Complex  Representations  of  Disability  and  the  Social  Milieu 

The  oral  histories  provide  detailed  descriptions  of  the  lives  of 
the  narrators  and  others  in  their  circles.   These  materials  will  be 
useful  not  only  to  researchers  and  activists  but  to  writers  and  artists 
interested  in  portraying  the  lives  of  the  people  interviewed,  or 
developing  fictional  representations  using  these  figures  as  stimuli. 
For  instance,  writers  can  turn  to  these  histories  for  background 
information  for  projects  that  dramatize  events  of  the  sixties.   The 
projects  might  relate  specifically  to  the  events  or  the  people  described 
in  the  oral  histories,  or  the  research  might  be  aimed  at  gaining  more 
accurate  information  about  secondary  characters  or  events.   A  writer 


might  want  to  learn  more  about  what  the  Cowell  Residence  really  looked 
like,  who  lived  there,  what  were  the  attendants  like,  some  of  whom  were 
conscientious  objectors  doing  alternative  service  during  the  Vietnam 
War,  or  what  kinds  of  wheelchairs  and  other  adaptive  equipment  were 
people  using  then.   These  histories  are  about  disabled  people  and  the 
genesis  of  the  disability  rights  movement,  but  they  are  also  histories 
of  the  period  and  will  be  useful  in  providing  more  accurate 
representations  of  both. 

While  mainstream  cultural  products  continue  to  depict  disabled 
people  and  disabled  characters  in  inaccurate  and  narrow  ways,  a  growing 
number  of  writers,  artists,  actors,  and  performance  artists  who  are 
disabled  or  are  insiders  in  the  disability  community  are  providing  more 
realistic,  interesting  and  complex  representations  of  disability  to  a 
wider  audience  than  the  arts  ever  have  before.   Although  the  numbers  are 
still  small  and  the  venues  marginal,  I  expect  that  over  the  next  decade, 
as  increasing  numbers  of  disabled  people  gain  access  to  higher  education 
and  training  in  the  arts,  their  ranks  will  grow  and  as  they  do,  this 
material  will  continue  to  grow  in  value. 

A  Resource  for  Disability  Studies  Scholars 

Finally,  this  project  will  be  an  invaluable  resource  to  the 
growing  ranks  of  disability  studies  scholars.   Disability  studies  began 
to  take  shape  as  an  organized  area  of  inquiry  in  the  early  1980s.   Prior 
to  that  time,  although  there  were  isolated  pockets  of  transformative 
scholarship  in  some  liberal  arts  fields,  the  study  of  disability  was 
housed  almost  exclusively  in  the  specialized  applied  fields 
(rehabilitation,  special  education,  health,  et  cetera).   Disability 
studies  came  along  and  provided  a  place  to  organize  and  circumscribe  a 
knowledge  base  that  explains  the  social  and  political  nature  of  the 
ascribed  category,  disability.   The  field  has  grown  enormously, 
particularly  since  the  early  1990s,  as  has  the  Society  for  Disability 
Studies,  the  organization  that  supports  the  work  of  scholars  and 
activists  interested  in  the  development  of  new  approaches  that  can  be 
used  to  understand  disability  as  a  social,  political  and  cultural 
phenomenon. 

Certain  ideas  pervade  disability  studies.   For  instance,  a  number 
of  authors  have  examined  such  ideas  as  autonomy  and  independence.   The 
perspectives  employed  in  a  disability  studies  analysis  of  such  phenomena 
afford  a  complex  look  at  these  hitherto  rarely  examined  ideas.   Scholars 
interested  in  the  theoretical  implications  of  these  ideas  will  benefit 
from  examining  the  ROHO  histories.   They  will  learn,  as  I  did  in  a 
recent  reading,  how  the  early  activists  discovered  that  the  surest  route 
to  gaining  independence  was  to  have  access  to  attendant  care.   These 
young  people,  many  just  out  of  institutions,  or  living  away  from  home 
for  the  first  time  in  their  lives,  were  creating  a  new  type  of 
community,  one  in  which  it  was  clearly  understood  that  support  and 
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services  are  necessary  for  individual  autonomous  functioning.   They 
recognized  the  irony  that  what  is  typically  thought  of  as  "total 
dependence"  was  instead  the  ticket  to  the  greatest  freedom  and  autonomy 
they'd  ever  known.   Rather  than  wait  for  the  nurse  or  orderly  in  their 
institution  to  "decide"  if  it  was  time  to  get  out  of  bed,  have  a  shower, 
eat  dinner  or  watch  television,  with  personal  attendants  available  and 
under  their  direction  they  could  make  these  decisions  on  their  own. 
Rather  than  wait  at  home  for  their  mother  or  other  relative  or  friend  to 
bring  them  food  or  take  them  somewhere,  they  could  lobby  the  university 
for  a  lift-equipped  van  that  would  be  at  their  disposal  and  provide  them 
with  access  to  the  kinds  of  leisure  activities  non-disabled  students 
take  for  granted.   They  learned  by  setting  up  their  own  wheelchair 
repair  services,  and  hiring  qualified  mechanics,  they  could  keep  their 
manual  chairs,  and  the  power  wheelchairs  that  they  also  had  lobbied  for, 
in  working  order. 

Through  their  lived  experience  they  had  the  occasion  to  formulate 
a  new  way  of  thinking  about  such  accepted  ideas  as  what  constitutes 
independence;  what  is  freedom,  equity,  and  integration;  the  ways  that 
physical  dependence  and  psychological  independence  are  two  separate  and 
potentially  unrelated  variables.   Disability  studies,  while  dominated  by 
theoretical  formulations,  social  science  research  methodology,  and  modes 
of  analysis  employed  in  various  areas  of  the  humanities,  will  benefit 
enormously  from  the  concrete  examples  given  here  of  the  abstract 
principles  our  work  depends  on. 

The  value  of  this  project  will  ultimately  be  revealed  as  future 
research,  creative  endeavors,  and  policy  initiatives  are  developed  that 
have  utilized  this  primary  source  material.   Over  the  decades  to  come, 
researchers  in  all  areas  of  inquiry  will  find  within  these  documents 
numerous  variables  to  be  tested,  relationships  among  people,  events,  and 
trends  to  be  examined,  cultural  phenomena  to  be  studied  and  dramatized, 
and  ideas  to  be  woven  into  theory  or  literature.   The  most  exciting 
research  opportunity  that  this  work  affords  is  the  examination  of  the 
beliefs  and  behaviors  of  people  whose  demands  for  equity  and  justice 
upped  the  ante  in  the  fight  for  an  inclusive  society. 

The  Regional  Oral  History  Office  staff  are  to  be  commended  for 
their  vision.   They  have  brought  us  a  vital  piece  of  history,  one  that 
would  be  lost  and  forgotten  if  it  were  not  for  them.  They  have  captured 
in  these  individual  histories,  a  history.  And  a  legacy. 

Simi  Linton,  Ph.D.,  Co-Director 
Disability  Studies  Project 
Hunter  College 

New  York,  New  York 
April  1999 
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SERIES  HISTORY- -The  Disability  Rights  and  Independent  Living  Movement 
Oral  History  Project,  by  Ann  Lage  and  Susan  O'Hara 


Historical  Framework 

The  movement  by  persons  with  disabilities  for  legally  defined 
civil  rights  and  control  over  their  own  lives  took  on  its  present 
framework  in  the  1960s  and  1970s.   Virtually  simultaneously  in  several 
cities  nationwide,  small  groups  of  people  with  significant  disabilities 
joined  together  to  change  the  rules  of  living  with  a  disability.   No 
longer  content  with  limited  life  opportunities,  nor  willing  to  be 
defined  solely  as  medical  patients,  they  shared  the  willingness  to 
challenge  authority,  discard  received  wisdom,  and  effect  societal  change 
that  was  the  hallmark  of  the  era.   Not  surprisingly,  the  disability 
movement  paralleled  other  movements  for  equity  and  civil  rights  by  and 
for  racial  minorities,  women,  and  gay  people.   From  our  vantage  at  the 
close  of  the  century,  it  is  apparent  that  these  movements,  taken 
together,  have  changed  the  social,  cultural,  and  legal  landscape  of  the 
nation. 

Berkeley,  California,  was  one  of  the  key  cities  where  models  for 
independent  living  were  developed.   A  small  group  of  young  people,  all 
wheelchair  users,  had  one  by  one  enrolled  at  the  University  of 
California  in  the  1960s.   In  an  era  prior  to  accessible  dormitories  or 
private  housing,  they  were  given  living  quarters  in  the  campus's  Cowell 
Hospital.   In  the  midst  of  the  campus  maelstrom  of  free  speech,  civil 
rights,  and  anti-war  protests,  they  experimented  with  radical  changes  in 
their  daily  lives,  articulated  a  new  philosophy  of  independence,  and 
raised  their  experience  to  a  political  cause  on  campus  and  in  the 
community. 

By  1972,  these  students  had  created  new  institutions,  run  by  and 
for  people  with  disabilities,  which  soon  attracted  national  attention. 
The  first  two  of  these  organizations,  the  Physically  Disabled  Students' 
Program  on  the  campus  and  the  Center  for  Independent  Living  in  the 
community,  drew  several  hundred  people  with  disabilities  to  Berkeley 
from  across  the  United  States.   This  early  migration  became  the  nucleus 
and  the  strength  of  the  community  that,  for  many,  came  to  symbolize  the 
independent  living  movement. 

Political  action  kept  pace  with  the  developing  awareness  and 
institutional  growth.   In  the  early  seventies,  the  Berkeley  group 
successfully  lobbied  the  city  of  Berkeley  for  curb  cuts  and  the  state 
legislature  for  attendant  care  funding.   In  1977,  scores  of  persons  with 
disabilities  sat  in  for  twenty-six  days  at  the  offices  of  the  federal 
Department  of  Health,  Education,  and  Welfare  in  San  Francisco,  as  part 
of  a  nationwide  protest  that  eventually  forced  implementation  of  Section 
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504  of  the  Rehabilitation  Act  of  1973,  often  called  the  Bill  of  Rights 
for  Americans  with  Disabilities.  Many  participants  trace  their 
awareness  of  disability  as  a  civil  rights  issue  and  their  sense  of 
membership  in  a  disability  community  to  the  1977  sit-in. 

By  the  1980s,  a  number  of  other  important  organizations  had 
evolved  from  the  Berkeley  experience:  the  Disability  Rights  Education 
and  Defense  Fund  (DREDF),  the  World  Institute  on  Disability  (WID), 
Computer  Training  Program  (later,  the  Computer  Technologies  Program 
[CTP]),  the  Bay  Area  Outreach  Recreation  Program  (BORP) ,  and  others. 
All  of  these  organizations  shared  the  original  philosophy  of  the 
Berkeley  movement.   Their  example  and  their  leaders  have  had  national 
and  even  international  impact  on  the  quality  of  life  and  civil  rights  of 
persons  with  disabilities. 


Genesis  of  the  Project 

The  idea  for  a  project  to  document  these  historic  events 
germinated  for  nearly  fifteen  years  before  funding  was  secured  to  make 
possible  the  current  effort.   In  1982,  Susan  O'Hara,  then  director  of 
the  Disabled  Students'  Residence  Program  at  the  University  of 
California,  Berkeley,  contacted  Willa  Baum,  director  of  the  Regional 
Oral  History  Office  (ROHO)  of  The  Bancroft  Library,  suggesting  that  the 
genesis  of  the  Berkeley  movement  be  recorded  in  oral  histories  with 
participants  in  the  campus's  Cowell  Hospital  Residence  Program.   Mrs. 
Baum  and  Ms.  O'Hara  began  planning,  enlarged  the  project  scope,  gathered 
faculty  support,  and  initiated  the  search  for  funding.   Their  efforts 
produced  three  grant  applications,  the  final  one  in  cooperation  with 
Professor  Raymond  Lifchez  of  the  UC  College  of  Environmental  Design,  to 
the  National  Endowment  for  the  Humanities,  none  successful. 

ROHO  then  secured  funding  from  the  Prytanean  Society,  a  Berkeley 
campus  women's  service  group,  to  produce  oral  histories  with  Arleigh 
Williams  and  Betty  Neely,  both  campus  administrators  who  oversaw  the 
establishment  of  the  early  disabled  students'  programs.   Herb  Wiseman,  a 
former  staff  member  of  the  disabled  students'  program,  conducted  these 
two  interviews  in  1984-1985.   Later,  the  California  State  Archives  State 
Government  Oral  History  Project  funded  an  oral  history  with  Edward 
Roberts,  the  first  student  in  the  Cowell  program  and  later  the  director 
of  the  California  State  Department  of  Rehabilitation.   This  initial 
support  proved  essential;  all  three  individuals  were  to  die  before  the 
current  project  was  funded. 

By  1995,  as  the  historical  importance  of  the  events  in  Berkeley 
and  beyond  grew  increasingly  evident,  the  fragility  of  the  historical 
record  became  ever  more  apparent.   The  archival  records  of  key 
institutions  that  grew  out  of  the  movement  and  shaped  nationwide  events 
were  not  collected  and  preserved  in  a  publicly  accessible  library.  The 
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personal  papers  of  key  leaders  of  the  movement  were  scattered  in 
basements  and  attics.   Moreover,  the  urgency  of  preserving  the  memories 
of  participants  through  oral  history  interviews  was  underscored  by  the 
death  of  five  pioneer  disabled  activists  in  the  previous  several  years. 

When  Susan  O'Hara  and  Mary  Lou  Breslin  outlined  the  scope  of  the 
problem  to  The  Bancroft  Library,  the  then-curator  of  Bancroft 
Collections,  Bonnie  Hardwick,  joined  Willa  Baum  in  support  of  the  idea 
of  developing  a  comprehensive  disability  collection  at  Bancroft.   Baum, 
Hardwick,  and  Ann  Lage,  associate  director  of  ROHO,  worked  with  leaders 
of  the  disability  community  to  design  a  plan  for  an  archival  collection 
at  The  Bancroft  Library,  to  include  both  in-depth  oral  history 
interviews  and  written  and  photographic  records  of  major  organizations 
and  activists.   The  Disabled  Persons'  Independence  Movement  collection 
was  envisioned  as  "a  primary  historical  resource  of  national 
significance,  a  research  platform  for  future  scholars,  for  persons  with 
disabilities,  and  for  public  education."   The  National  Institute  on 
Disability  and  Rehabilitation  Research  generously  funded  the  three-year 
project  in  1996. 


Project  Staff  and  Advisors 

The  collaborative  nature  of  the  project—among  the  disability 
community,  academic  advisors,  oral  historians,  and  archivists—has 
strengthened  it  in  every  respect.   The  advisory  board  included  three 
Berkeley  professors:  Frederick  Collignon  of  the  Department  of  City  and 
Regional  Planning,  who  has  worked  on  disability  issues  since  1970; 
Raymond  Lifchez,  Department  of  Architecture,  who  has  conducted  research 
on  environmental  design  for  independent  living  since  1972;  and  William 
K.  Muir,  Department  of  Political  Science,  who  has  chaired  campus 
committees  on  disability  issues,  and  is  a  scholar  of  U.S.  and  state 
government  and  public  policy.   Paul  Longmore,  professor  of  history  from 
San  Francisco  State  University  and  a  specialist  in  disability  history, 
was  crucial  in  defining  themes  and  topics  to  explore  in  oral  history 
interviews.   Mary  Lou  Breslin,  president  and  co-founder  of  the 
Disability  Rights  Education  and  Defense  Fund,  represented  the 
perspective  of  the  organizations  to  be  documented  as  well  as  her 
personal  experiences  as  an  activist  for  disability  rights. 

Knowing  that  oral  history  is  most  often  successfully  carried  out 
by  persons  who  combine  a  compelling  personal  interest  in  the  project 
with  an  ability  to  bring  a  historical  perspective  to  their  task,  the 
Regional  Oral  History  Office  turned  to  the  Bay  Area  disability  community 
itself  to  staff  the  project's  team  of  interviewers.   Susan  O'Hara  became 
the  historical  consultant  for  the  project  and  conducted  a  number  of 
interviews  as  well  as  informing  all  of  the  project  activities.  All  of 
the  project  interviewers  had  personal  experience  with  disability.   A 
majority  had  significant  disabilities,  several  had  participated  in  or 


observed  the  historical  events  to  be  documented  and  knew  many  of  the  key 
players  and  organizations.   Interviewers  included  Sharon  Bonney,  former 
director  of  the  Disabled  Students'  Program  at  UC  Berkeley  and  former 
assistant  director  of  the  World  Institute  on  Disability;  Mary  Lou 
Breslin,  who  crossed  over  from  the  advisory  board;  Kathy  Cowan, 
librarian  for  a  public-interest  nonprofit  organization;  Denise  Sherer 
Jacobson,  a  writer  and  educator  on  disability  issues;  David  Landes,  a 
college  instructor  of  economics  and  coordinator  of  student  affairs  for 
the  Computer  Technologies  Program. 

Joining  the  team  to  interview  narrators  in  Washington,  D.C,  was 
Jonathan  Young,  a  Ph.D.  candidate  in  American  history  at  the  University 
of  North  Carolina  who  had  conducted  oral  histories  on  the  history  of  the 
Americans  with  Disabilities  Act.   When  Mr.  Young  resigned  to  accept  a 
White  House  appointment,  Susan  Brown,  long  familiar  with  disability 
issues  and  other  civil  rights/social  movements,  became  the  project's 
Washington  connection.  Ann  Lage  coordinated  the  interviewing  team  for 
the  Regional  Oral  History  Office,  and  the  office's  regular  staff, 
coordinated  by  production  manager  Shannon  Page,  provided  transcription 
and  other  clerical  support. 

Bancroft  Library  project  personnel  included  Bonnie  Hardwick, 
curator;  Lauren  Lassleben,  supervising  archivist;  and  Jane  Bassett,  the 
project  archivist  whose  job  it  was  to  contact  the  disability 
organizations,  project  interviewees,  and  other  activists  and  survey 
their  records  to  identify  historical  material.   Once  records  and 
personal  papers  were  donated  to  the  Library—more  than  300  linear  feet 
before  the  project's  conclusion—it  was  Jane  and  her  student  assistant, 
Amber  Smock,  who  preserved,  organized,  and  made  the  papers  accessible  to 
scholars  with  detailed  finding  aids.   The  archival  and  oral  history 
projects,  though  separately  administered,  were  in  close  cooperation, 
with  the  interviewing  team  providing  contacts  with  the  disability 
community  and  leads  on  papers  to  collect  and  the  archivists  assisting 
interviewers  in  their  research  in  the  growing  collection  of  written 
records. 


Interviewees  and  Themes 


An  overarching  question  for  the  project  was  to  explore  and 
document  how  this  social  movement  developed  in  time,  place,  and  context: 
how  the  movement  in  Berkeley  was  built,  how  it  became  effective,  how 
individual  life  experiences  contributed  to  and  were  changed  by  the 
movement.   Lines  of  inquiry  included  identity  issues  and  personal  life 
experiences;  social/economic/political  backgrounds  of  individual 
activists;  the  roles  of  women  and  minorities  in  the  movement; 
development  of  leadership;  institution  building  and  management; 
development  of  a  disability  community  group  identity;  media,  mythology, 
public  image  and  the  political  process;  impact  of  technology;  the  range 
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of  efforts  to  influence  disability  law  and  policy  and  to  embed 
disability  rights  into  the  canon  of  civil  rights. 

Interviewees  (narrators)  were  selected  for  one  of  several  reasons: 
the  individual  was  a  founder  or  recognized  leader  of  one  of  the  key 
institutions,  made  a  unique  contribution  to  the  movement,  was  a 
particularly  keen  observer  and  articulate  reporter,  or  was  a  sustainer 
of  the  movement  who  provided  a  unique  perspective.   We  attempted  to 
choose  narrators  who  had  a  range  of  disabilities  and  to  interview 
nondisabled  persons  who  contributed  significantly  to  events  or 
institutions. 

Interviewees  fell  primarily  into  two  categories:  either  they  were 
involved  in  the  residence  program  of  Cowell  Hospital  on  the  Berkeley 
campus  in  the  sixties  or  they  participated  in  the  building  of  early 
organizations  in  the  1970s. 


Group  One--UC  Berkeley's  Cowell  Hospital  Residence  Program 

A  wing  on  the  third  floor  of  Cowell  Hospital  was  the  site  of  the 
first  housing  for  students  with  significant  disabilities  on  the  Berkeley 
campus.   This  cluster  became  a  breeding  ground  for  the  Berkeley  phase  of 
the  independent  living  movement.  About  a  dozen  students—mostly  men, 
mostly  white,  mainly  in  their  twenties,  with  more  and  more  autonomy 
within  their  grasp  —  spent  several  years  in  this  benign  but  nonetheless 
isolated  hospital  residence,  in  the  middle  of  a  campus  exploding  with 
student  protest  movements.   Six  of  these  students  were  interviewed, 
including  Ed  Roberts,  who  narrated  several  hours  of  1960s  memories 
before  he  died  with  the  oral  history  still  in  process.   The  former 
students  all  refer  to  their  sense  of  community,  intense  camaraderie,  the 
thrill  of  independence,  an  atmosphere  of  an-idea-a-minute,  and  the 
politics  of  their  involvement. 

Also  included  in  this  first  group  were  certain  early  university 
and  State  Department  of  Rehabilitation  off icials--the  hospital  director, 
the  nurse /coordinator,  counselors—who  might  be  called  traditional 
gatekeepers  but  nonetheless  allowed  the  unorthodox  residence  program  to 
happen  and  in  some  cases  encouraged  it. 

The  majority  of  the  narrators  in  the  first  group  stayed  involved 
in  disability-related  activities  for  many  more  years.   Their  recorded 
histories  include  these  later  activities,  overlapping  with  the  events 
documented  in  the  second  group  of  narrators. 
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Group  Two- -Builders  of  the  Movement 

The  second  group  of  interviewees  are  primarily  founders  and 
leaders  who  participated  in  the  expansive  phase  which  began  in  1970  with 
the  start  of  the  Physically  Disabled  Students'  Program  (PDSP)  at  the 
university,  followed  by  the  founding  of  the  Center  for  Independent 
Living  (CIL)  in  1972.   These  interviews  reveal  the  grassroots  politics, 
high  energy,  occasional  chaos,  unstinting  belief  in  "the  cause",  seat- 
of-the-pants  management,  funding  sources  and  crises,  successes  and 
failures  of  individuals  and  organizations.   In  the  next  few  years  a 
whole  constellation  of  organizations  evolved  to  sustain  the  independent 
living  movement,  including  DREDF,  CTP,  KIDS,  BORP,  WID,  Center  for 
Accessible  Technology  (CAT),  and  Through  the  Looking  Glass.   This  group 
of  interviewees  provide  insight  into  the  politics,  leadership,  and 
organization-building  of  both  their  own  organizations  and  CIL. 

Many  key  interviewees  in  this  group  are  still  in  leadership 
positions  and  have  had  national  and  international  impact  on  disability 
policy  development.   Also  included  in  this  second  group  are  persons  who 
were  not  in  the  top  ranks  of  leadership  but  who  were  keen  observers  of 
the  scene,  could  augment  the  basic  history,  and  offer  further  points  of 
view. 


Oral  History  Process 

All  of  the  project  interviewers  received  formal  and  informal 
training  in  archival  oral  history  procedures  and  met  monthly  as  a  group 
to  plan  and  evaluate  interviews  and  review  progress.   Interviewers 
prepared  a  preliminary  outline  before  each  interview  session,  based  on 
background  research  in  relevant  papers,  consultation  with  the 
interviewee's  colleagues,  and  mutual  planning  with  the  interviewee.   In- 
depth  tape-recorded  interview  session  were  from  one  to  two  hours  in 
length;  interviewees  required  from  one  to  fifteen  sessions  to  complete 
their  oral  histories,  depending  on  the  length  and  complexity  of  their 
involvement  in  the  movement. 

Tapes  were  transcribed  verbatim  and  lightly  edited  for  accuracy  of 
transcription  and  clarity.   During  their  review  of  the  transcripts, 
interviewees  were  asked  to  clarify  unclear  passages  and  give  additional 
information  when  needed.   The  final  stage  added  subject  headings,  a 
table  of  contents,  and  an  index.   Shorter  transcripts  were  bound  with 
related  interviews  into  volumes;  longer  transcripts  constitute 
individual  memoirs. 

More  than  forty  oral  histories  are  included  in  this  first  phase  of 
the  Disabled  Persons'  Independent  Movement  project.   Volumes  can  be  read 
in  the  Bancroft  Library  and  at  the  University  of  California,  Los 
Angeles,  Department  of  Special  Collections.   They  are  made  available  to 
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other  libraries  and  to  individuals  for  cost  of  printing  and  binding. 
Many  of  the  oral  histories  are  accompanied  by  a  videotaped  interview 
session  to  document  visual  elements  of  the  interview  and  the  setting  in 
which  the  interviewee  lives  or  works.   Video  and  audiotapes  are 
available  at  The  Bancroft  Library.   If  funding  for  a  second  phase  of  the 
project  is  secured,  many  of  the  oral  history  transcripts  as  well  as  a 
representative  collection  of  documents  and  photographs  will  be  available 
on  the  Internet  as  part  of  the  Online  Archive  of  California. 

The  Regional  Oral  History  Office  was  established  in  1954  to 
augment  through  tape-recorded  memoirs  the  Library's  materials  on  the 
history  of  California  and  the  West.   The  office  is  under  the  direction 
of  Willa  K.  Baum,  Division  Head,  and  the  administrative  direction  of 
Charles  B.  Faulhaber,  James  D.  Hart  Director  of  The  Bancroft  Library, 
University  of  California,  Berkeley.   The  catalogues  of  the  Regional  Oral 
History  Office  and  many  oral  histories  on  line  can  be  accessed  at 
http://library.berkeley.edu/BANC/ROHO/. 

Special  thanks  are  due  to  donors  to  this  effort  over  the  years: 
the  Prytanean  Society;  Raymond  Lifchez  and  Judith  Stronach;  and  June  A. 
Cheit,  whose  generous  donation  in  memory  of  her  sister,  Rev.  Barbara 
Andrews,  allowed  the  Regional  Oral  History  Office  to  develop  the  grant 
project.   The  Bancroft  Library's  three-year  Disabled  Persons' 
Independence  Movement  Project,  of  which  these  oral  histories  are  a  part, 
was  funded  by  a  field-initiated  research  grant  from  the  National 
Institute  on  Disability  and  Rehabilitation  Research  (NIDRR) ,  U.S. 
Department  of  Education. 

Ann  Lage,  Project  Coordinator 
Susan  O'Hara,  Historical  Consultant 

Regional  Oral  History  Office 
The  Bancroft  Library 
University  of  California,  Berkeley 
September  1999 
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Disability  Rights  and  Independent  Living  Movement  Oral  History  Series 
The  Formative  Years  in  Berkeley,  California 


Single-interview  volumes 

Mary  Lou  Breslin,   Cofounder  and  Director  of  the  Disability  Rights 
Education  and  Defense  Fund,  Movement  Strategist,  2000. 

Joel  Bryan,   Founder  and  Director  of  Disabled  Students'  Services,  UC 
Riverside  and  UC  Davis,  2000. 

Kitty  Cone,   Political  Organizer  for  Disability  Rights,  1970s-1990s,  and 
Strategist  for  Section  504  Demonstrations,  1977,  2000. 

Charles  Grimes,   Attendant  in  the  Cowell  Residence  Program,  Wheelchair 
Technologist,  and  Participant /Observer  of  Berkeley's  Disability 
Community,  1967-1990s,  2000. 

Deborah  Kaplan,   National  Policy  Advocate  and  Leader  of  Disability 
Rights  Organizations,  1976-1990s,  2000. 

Johnnie  Lacy,   Director,  Community  Resources  for  Independent  Living:  An 
African-American  Woman's  Perspective  on  the  Independent  Living 
Movement  in  the  Bay  Area,  1960s-1980s,  2000. 

Joan  Leon,   Administrator  at  Berkeley's  Center  for  Independent  Living 

and  the  California  Department  of  Rehabilitation,  Cofounder  of  the 
World  Institute  on  Disability,  2000. 

Susan  O'Hara,   Director  of  the  UC  Berkeley  Disabled  Students'  Program, 
1988-1992,  Coordinator  of  the  Residence  Program,  1975-1988,  and 
Community  Historian,  2000. 

Corbett  O'Toole,   Advocate  for  Disabled  Women's  Rights  and  Health 
Issues,  Founder  of  Disabled  Women's  Alliance,  2000. 

Zona  Roberts,   Counselor  for  UC  Berkeley's  Physically  Disabled  Students' 
Program  and  the  Center  for  Independent  Living,  Mother  of  Ed 
Roberts.   Appended:  Jean  Wirth,   Counselor  at  the  College  of  San 
Mateo  and  Early  Mentor  to  Ed  Roberts,  2000. 

Susan  Sygall,   Cofounder  and  Director  of  Berkeley  Outreach  Recreation 
Program  and  Mobility  International  USA,  Advocate  for  Women's 
Issues,  2000. 
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In  Process,  single- interview  volumes: 

Judy  Heumann,  Deputy  director  of  the  Center  for  Independent  Living, 
cofounder  of  the  World  Institute  on  Disability,  assistant 
secretary  of  the  U.S.  Department  of  Education.   (in  process) 

Arlene  Mayerson,   Directing  attorney,  Disability  Rights  Education  and 
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Pat  Wright,  Director,  Governmental  Affairs  Office  of  the  Disability 

Rights  Education  and  Defense  Fund,  strategist  for  the  Americans 
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Multi-interview  volumes: 

UNIVERSITY  OF  CALIFORNIA'S  COWELL  HOSPITAL  RESIDENCE  PROGRAM  FOR 
PHYSICALLY  DISABLED  STUDENTS,  1962-1975:  CATALYST  FOR  BERKELEY'S 
INDEPENDENT  LIVING  MOVEMENT,  2000. 

Edward  V.  Roberts,   The  UC  Berkeley  Years:  First  Student  Resident 
at  Cowell  Hospital,  1962. 

James  Donald,   Student  Resident  at  Cowell,  1967-1968,  Attorney  and 
Deputy  Director  of  the  California  Department  of  Rehabilitation, 
1975-1982. 

Cathrine  Caulfield,   First  Woman  Student  in  the  Cowell  Program, 
1968. 

Herbert  R.  Willsmore,   Student  Resident  at  Cowell,  1969-1970, 
Business  Enterprises  Manager  at  the  Center  For  Independent  Living, 
1975-1977. 

Billy  Charles  Earner,   First  African  American  Student  in  the 
Cowell  Program,  1969-1973,  Administrator  in  Disability  Programs  in 
Los  Angeles. 

John  "Jack"  Rowan,   Student  Resident  at  Cowell,  1971-1973,  and 
Chair  of  CIL's  Board  of  Directors,  1976-1982. 

Peter  Trier,   Student  at  Berkeley:  Transition  from  the  Cowell 
Hospital  Program  to  the  Residence  Halls,  1975. 
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Henry  Bruyn,  Director,  Student  Health  Services,  1959-1972. 

Edna  Brean,   Nurse  Coordinator,  Cowell  Residence  Program,  1969- 
1975. 

Lucile  Withington,  Department  of  Rehabilitation  Counselor,  Cowell 
Residence  Program,  1969-1971. 

Karen  Topp  Goodwyn,  Department  of  Rehabilitation  Counselor  in 
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to  the  Cowell  Program,  1970s. 

John  Velton,   Department  of  Rehabilitation  Administrator: 
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Carol  Fewell  Billings,  Attendant  and  Observer  in  the  Early  Days 
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Independent  Living,  1969-1977. 
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Transit  Accessibility,  Personal  Assistance  Services. 
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Janet  Brown,   Student  Member  of  the  National  Federation  of  the 
Blind  and  First  Newsletter  Editor  for  the  Center  for  Independent 
Living,  1972-1976. 
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1970s-1990s. 
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Francisco,  and  San  Diego:  Perspective  on  Disability  in  Minority 
Communities . 
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STUDENTS'  RESIDENCE  PROGRAM,   1987. 

Arleigh  Williams,   Recollections  of  the  Dean  of  Students. 

Betty  H.  Neely,   Recollections  of  the  Director  of  Student 
Activities  and  Programs. 


In  Process,  multi-interview  volumes: 

Neil  Jacobson,   Cofounder  of  the  Computer  Training  Project  and 
Cochair  of  the  President's  Committee  on  Employment  of  People  with 
Disabilities. 

Scott  Luebking,   Cofounder  of  the  Computer  Training  Project, 
Specialist  in  Accessible  Technology.   (in  process) 

Maureen  Fitzgerald,   Early  Deaf  Services  Programs  at  the  Center 
for  Independent  Living.   (in  process) 

Anita  Baldwin,  Deputy  Director  of  the  Center  for  Independent 
Living,  Early  1980s:  Observations  of  Blind  Services  and  Staff 
Strike.  (in  process) 

Joanne  Jauregui,   Activist  in  the  Deaf  Community:  Deaf  Services  at 
Center  for  Independent  Living.   (in  process) 

VIDEOTAPED  INTERVIEWS: 

Mary  Lou  Breslin,  Kitty  Cone,  Neil  Jacobson,  Joanne  Jauregui, 
Deborah  Kaplan,  Johnnie  Lacy,  Joan  Leon,  Susan  O'Hara,  Zona  Roberts,  Ken 
Stein,  Herb  Willsmore,  Hale  Zukas. 
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INTERVIEW  HISTORY- -Joan  Leon 


Joan  Leon  is  distinguished  for  her  leadership  as  an  administrator 
in  three  major  organizations  in  the  disability  community.   She  worked 
closely  with  Ed  Roberts  and  Judith  Heumann  at  the  Center  for  Independent 
Living  [CIL]  in  Berkeley,  1973-1976,  and  was  assistant  director  to 
Roberts  in  his  term  as  director  of  the  California  Department  of 
Rehabilitation,  1976-1982,  in  Sacramento.   She  cofounded  the  World 
Institute  on  Disability  [WID]  with  Roberts  and  Judy  Heumann  in  1983  and 
was  the  chief  administrator  of  the  organization  until  1997.   She  is 
currently  the  capital  campaign  director  for  the  Ed  Roberts  Campus,  a 
comprehensive  center  of  disability  organizations  scheduled  to  break 
ground  in  2001. 

Joan  was  part  of  the  management  team  in  all  three  organizations, 
specializing  in  policy  development,  strategy,  and  fundraising.   She 
chose  to  be  the  least  publicized  of  the  leaders  she  worked  with,  partly 
by  personality  and  partly  because  of  her  strong  belief  that  disability 
organizations  should  be  represented  by  people  with  disabilities. 

The  ten  interviews  provide  valuable  details  of  the  formative  years 
of  CIL  and  WID,  particularly  of  their  missions,  activities,  and  growth. 
Throughout,  Joan  describes  the  interactions  between  Roberts,  Heumann, 
and  herself.   Of  particular  value  is  her  unique  insight  into  the 
Sacramento  years,  describing  Roberts'  emphasis  on  the  independent  living 
model,  his  efforts  to  serve  clients  with  severe  disabilities,  the 
ensuing  controversies,  and  the  growth  of  independent  living  centers  in 
the  United  States. 

Joan  spoke  with  exceptional  candor,  without  notes,  and  had 
excellent  recall  of  major  goals,  strategy,  laws,  key  people,  as  well  as 
details  of  critical  meetings.   The  interviews  took  place  from  January  22 
to  June  2,  1998,  at  the  home  of  the  interviewer,  who  has  been  acquainted 
with  Joan  for  many  years.   Joan  reviewed  the  transcripts  of  the 
interviews  and  made  minor  editorial  changes. 

A  one-hour  video  interview  of  Joan  was  recorded  on  February  18, 
2000,  and  is  available  in  the  archive  at  The  Bancroft  Library.   Her 
personal  papers  are  included  in  the  World  Institute  on  Disability 
section  of  the  archive. 

The  Regional  Oral  History  Office  was  established  in  1954  to 
augment  through  tape-recorded  memoirs  the  Library's  materials  on  the 
history  of  California  and  the  West.   Copies  of  all  interviews  are 
available  for  research  use  in  The  Bancroft  Library  and  in  the  UCLA 
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Department  of  Special  Collections.   The  office  is  under  the  direction  of 
Willa  K.  Baum,  Division  Head,  and  the  administrative  direction  of 
Charles  B.  Faulhaber,  James  D.  Hart  Director  of  The  Bancroft  Library, 
University  of  California,  Berkeley. 


Susan  O'Hara 
Interviewer-Editor 


July  7,  2000 

Regional  Oral  History  Office 

The  Bancroft  Library 

University  of  California,  Berkeley 
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JOAN    LEON 


RESUME:    JOAN  LEON 

EMPLOYMENT  HISTORY:  DEVELOPMENT  PROFESSIONAL,  ADMINISTRATOR, 
AND  PROGRAM  DEVELOPER 


ED  ROBERTS  CAMPUS-Co-Chairman  11/95-11/97;  Director,  Capital  Campaign 
11/97-present:  After  the  death  of  Ed  Roberts,  I  was  a  part  of  a  group  of  community  leaders 
who  got  together  to  develop  a  suitable  memorial  to  Ed's  work  and  life.  This  effort  resulted  in 
a  plan  for  the  Ed  Roberts  Campus,  a  new  organization  to  be  formed  by  nine  major  disability 
organizations  that  shared  roots  in  the  Independent  Living  Movement  of  People  with 
Disabilities  in  California.  The  ERC  Steering  Committee  was  formed  in  November  1 995  and 
Mike  Donnelly  of  CIL  and  I  were  elected  Co-Chairs. 

Once  the  vision  of  a  campus  where  disability  organizations  would  share  resources  and 
collaborate  on  new  programs  was  developed  into  a  comprehensive  plan,  I  took  on  the 
responsibility  of  directing  the  Capital  Campaign.  Between  1997  and  2000  I  worked  with  the 
Steering  Committee  to  gain  a  purchase  option  on  the  Ashby  BART  station  she  and  to  raise 
more  than  $500,000  for  preliminary  planning  and  design.  .  This  included  a  highly  competitive 
grant  from  the  US  Department  of  Transportation's  Transportation  and  Community  and  System 
Pilot  Program  ($300,000  awarded  4/00)  and  grants  from  the  Evelyn  and  Walter  Haas  Jr.  Fund, 
the  San  Francisco  Foundation,  the  True  North  Foundation  and  others.  In  2000, 1  initiated  the 
campaign  to  raise  $30  million  from  government  sources,  individuals,  foundations  and 
corporations  and  loans.  The  anticipated  date  of  completion  of  the  campus  is  2004. 

DEVELOPMENT  CONSULTANT-November  1997--present:  In  the  fall  of  1997  I  began 
to  work  as  a  consultant  on  development  with  the  Ed  Roberts  Campus,  GGWC  &  Co  (a 
grantwriting  and  consulting  firm  in  Mill  Valley,  CA),  DREDF  and  other  organizations.  In 
conjunction  with  GGWC  &  Co.,  I  developed  a  successful  10  million  dollar  proposal  for  a 
consortium  of  cities  in  Orange  County,  CA,  a  series  of  proposals  to  foundations  for  the  Acorn 
Smart  Housing  Project  (City  of  Oakland)  and  a  welfare  to  work  proposal  for  the  City  of 
Compton,  CA. 

CO-FOUNDER,  CHIEF  EXECUTIVE  OFFICER  AND  PRESIDENT,  World  Institute 
on  Disability  (WID)  January  1983— November  1997:  WID  is  a  research  and  public 
education  center  that  works  on  public  policy  issues  that  closely  touch  the  lives  of  people  with 
disabilities.  Its  focus  is  California,  the  nation,  and  the  developing  world. 

I  shared  responsibility  for  developing  and  managing  the  organization  with  Ed  Roberts  and 
Judy  Heumann.  My  primary  responsibility  was  to  direct  the  organization's  revenue-generation 
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efforts  through  grants  from  the  government  and  foundations,  fees,  and  fundraising.  WID 
operated  with  an  annual  budget  of  under  $1  million  for  six  years,  and  then  gradually  grew  until 
it  reached  over  $4  million  in  1995.  It  currently  operates  at  $2  million.  Over  the  years,  I 
shared  the  management  responsibility  with  Heumann  and  Roberts  until  Heumann  was 
appointed  an  Assistant  Secretary  in  the  US  Department  of  Education  in  1991  and  Roberts 
died  in  1995.  My  responsibilities  evolved  from  Co-Director  to  Executive  Vice  President  to 
Chief  Executive  Officer  and  finally  to  President  in  1997. 

My  accomplishments  included: 

•  Starting  and  maintaining  a  research  and  public  education  program  on  long  term  care 
services  for  people  with  disabilities  that  has  transformed  public  understanding  of  the  topic. 

•  Maintaining  the  organization's  focus  on  the  major  issues  where  it  could  really  make  a 
difference.  This  required  periodic  reassessment  of  the  organization's  priorities  as  changes 
occurred  in  the  external  environment,  and  raising  the  funds  to  support  the  new  work. 

•  Insuring  a  stable  base  of  support.  I  was  directly  responsible  for  the  organization's 
development  program,  including  unrestricted  gifts,  government,  foundation  and  corporate 
grants  and  contracts. 

•  A  model  workplace  for  persons  with  disabilities.  The  development  of  innovative  programs 
to  achieve  the  organization's  affirmative  action  goals  and  meet  the  reasonable 
accommodation  needs  of  employees. 

•  Overseeing  the  financial  and  administrative  management  of  the  organization  during  rich 
and  lean  periods,  including  reversing  deficits  and  adapting  to  rapid  expansion  and 
contraction. 

•  Working  with  the  WID  Board,  and  numerous  advisory  committees  of  civic,  corporate  and 
disability  leaders  to  build  programs  that  impacted  on  people's  lives. 

ASSISTANT  DIRECTOR,  California  State  Department  of  Rehabilitation,  1977-83:  I 

joined  the  Department  of  Rehabilitation  in  1977  as  a  Special  Assistant  to  the  Director,  Ed 
Roberts,  with  whom  I  had  worked  at  the  Center  for  Independent  Living.  In  1979  I  was 
promoted  to  Assistant  Director,  a  Career  Executive  Appointment. 

My  major  accomplishments  included: 

•  Helping  to  make  the  concepts  of  Independent  Living  and  Consumer  Empowerment  a  part 
of  our  national  policy.  I  organized  and  staffed  an  effort  on  the  part  of  the  Director  and 
other  disability  leaders  to  educate  the  public  and  policymakers,  and  advising  on  the 
legislative  language  of  Title  VII  of  the  Rehabilitation  Act  (the  Independent  Living  Title). 

•  Organizing  and  directing  the  Agency's  first  Consumer  Affairs  and  Women's  Affairs 
Offices. 

•  Convincing  Governor  Jerry  Brown  that  California  must  take  a  position  opposing  disability 
benefit  re-evaluation  of  all  beneficiaries  unless  adequate  funds  were  available  and 
reasonable  goals  and  timelines  were  established. 

•  Helping  to  build  a  greater  awareness  and  sensitivity  to  the  needs  and  concerns  of  people 
with  disabilities  within  the  Department  of  Rehabilitation  and  nationally  in  the 
Rehabilitation  Services  Administration. 
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DEVELOPMENT  DIRECTOR,  Center  for  Independent  Living,  Berkeley,  California- 

1974-77:  In  1973  CIL  had  just  been  in  1973  founded  by  a  group  of  persons  with  disabilities.  1 
joined  CIL  as  a  volunteer  and  one  month  later,  became  an  employee. 

My  accomplishments  included: 

•  Writing  materials  that  communicated  the  innovativeness  and  effectiveness  of  CIL's 
approach.  I  wrote  the  proposal  that  gained  CIL's  first  foundation  support  (from  the  San 
Francisco  Foundation)  and  created  CIL's  first  brochure. 

•  Building  a  diversified  funding  base  for  the  new  organization.  The  first  task  was  to  gain  the 
support  of  local  foundations  and  corporations  and  then,  through  special  events  and  direct 
mail  efforts,  individual  donors.  I  started  CIL's  "Friends"  organization  of  donors  and 
volunteers.  By  1975  I  had  pursued  and  gained  CIL's  first  state  and  federal  grants. 

DIRECTOR  OF  DEVELOPMENT  AND  PUBLIC  RELATIONS,  Thomas  A.  Dooley 
Foundation,  San  Francisco,  CA  1972-74:  The  Dooley  Foundation  conducted  relief  work  in 
developing  countries  including  Nepal,  Laos,  Cambodia  and  Vietnam. 

My  major  accomplishments  included: 

•  Conducting  a  direct  mail  campaign  that  brought  in  $800,000/year. 

•  Raising  funds  from  foundations  and  donors  for  a  medical  service  ship  that  operated  on  the 
Mekong  River. 

DEVELOPMENT  ASSOCIATE,  Philadelphia  College  of  Art,  Philadelphia,  PA,  1963- 

71:  Over  an  eight-year  period  that  spanned  the  early  childhood  of  my  two  daughters,  I 
worked  full  time  and  part  time  at  PCA.  My  activities  included  developing  printed  materials 
and  press  releases  about  the  College's  educational  and  exhibition  programs  and  raising  funds 
for  operations.  I  served  as  staff  support  for  the  Development  Committee  of  the  Board  and  the 
"Women's  Committee",  in  the  latter  capacity  I  managed  a  gala  fundraising  dinner.  I  also  was 
the  staff  member  on  the  College's  Capital  Campaign,  which  raised  $1  million. 

EDITOR,  THE  WELSBACH  FAMILY,  The  Welsbach  Corporation,  Philadelphia,  Pa. 
1961-63:  I  was  totally  responsible  for  content  and  design  of  award  winning  28-page  company 
magazine.  Also  wrote  advertising  copy  and  press  releases. 

BOARDS,  PUBLICATIONS,  SPEECHES 

I  have  served  on  numerous  boards  and  authored  and  edited  many  publications.  I  have  also 
spoken  at  a  broad  range  of  professional  events.  A  few  noteworthy  examples  are: 

World  Institute  on  Disability  Board  of  Directors,  1983 — present 

Ed  Roberts  Campus  Board  of  Directors,  1997 — present 

Advisory  Board,  US  Interagency  Coordinating  Council,  DOE,  HHS,  and  DOL, 

1997-present 

Just  like  everyone  else.  World  Institute  on  Disability,  1992,  revised  and  reprinted  1996. 

Who's  Who  in  the  West.  2000-2001  (27th  Edition,  Marquis  Who's  Who,  121  Chanlon 

Road,  P.O.  Box  43.  Providence,  NJ  07974-0043) 
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EDUCATION 


University  of  California,  Berkeley,  School  of  Community  and  Social  Planning. 
Graduate  work  toward  Ph.D.  1983-84 

Ursinus  College,  Collegeville,  PA,  B.A.  in  History,  Who's  Who  in  American  Colleges 
and  Universities. 


ADDRESS 


3 1 43  Eton  Avenue 
Berkeley,  CA  94705 
(510)652-6583 
jleonberk@aol.com 


INTERVIEW  WITH  JOAN  LEON 


I   FROM  CHILDHOOD  IN  NEW  JERSEY  TO  LIFE  IN  BERKELEY,  1938-1972 
[Interview  1:  January  22,  1998]  II1 

Family  and  Childhood 


O'Hara:   Joan,  could  you  just  review  some  important  facts,  like  where  and 
when  you  were  born  and  where  you  went  to  school? 

Leon:    Well,  I  was  born  in  1938,  July  3rd,  in  Englewood  Cliffs,  New 
Jersey,  which  is  a  rural  community  just  across  the  George 
Washington  Bridge  from  New  York  City.   I  was  the  younger  of  two 
children.   By  the  time  I  was  five,  we  moved  to  Philadelphia.   My 
father  worked  for  Sears  Roebuck  and  got  a  deferment  for  World  War 
II  from  Sears.   So  he  didn't  join  the  army. 

O'Hara:   What  did  he  do? 

Leon:     He  was  a  comptroller.   He  eventually  became  the  comptroller  for 
the  East  Coast  of  the  United  States  for  Sears. 

O'Hara:   Did  your  mother  work  outside  the  home? 

Leon:    My  mother  went  from  high  school  to  secretarial  work,  and  that's 
where  she  met  my  father.   In  her  first  job.   My  mother  came  from 
an  old-country  background.   Both  of  her  parents  were  immigrants. 
Her  mother  was  Czechoslovakian,  and  her  father  was  Hungarian. 
They  were  very  religious,  very  Catholic.   I  always  thought  of  them 
as  believing  in  Catholicism.   They  were  very  fearful  people  and 
prayed  to  saints  and  believed  in  magic  and  the  intercession  of 
saints . 

My  mother  lived  an  isolated  childhood.   And  still,  she's  a 
very  isolated  person.   She  really  doesn't  like  to  mix  with  people. 


'##  This  symbol  indicates  that  a  tape  or  tape  segment  has  begun  or  ended, 
A  guide  to  the  tapes  follows  the  transcript. 


She's  distrusting  of  people, 
father  and  on  her  children. 


She  focused  her  whole  life  on  my 


O'Hara:   Do  you  see  your  parents'  traits  in  yourself? 

Leon:    My  husband  says  that  I  have  done  a  phenomenal  job  of  being  the 
opposite  of  my  mother  in  many  ways.   But  I  do  see  her  in  me 
especially  now  as  I  am  getting  older  [laughing]. 

O'Hara:   There's  a  study  somewhere  —  it '  s  a  rather  old  model—that  women  who 
made  important  contributions  often  spent  a  lot  of  time  with  their 
father,  maybe  even  went  with  their  father  on  the  job  periodically. 
Did  you  ever  spend  any  time  with  your  dad  in  sort  of  man-related 
things? 

Leon:     I  wanted  to  please  my  father.   My  father  read  a  lot  and  was  always 
handing  me  The  New  Yorker.   I  read  The  New  Yorker  since  I  was  a 
small  child.   I  don't  think  I've  ever  gone  a  year  without  a 
subscription.   That's  because  of  my  father  because  he  valued  it 
and  he  said  that  it  was  well  written,  and  he  thought  that  I  should 
write  the  way  that  New  Yorker  writers  write. 

But  1  think  my  father  had  high  standards  and  was  very  aware 
of  the  competitive  work  world  and  was  concerned  whether  his  kids 
could  compete.   Early  on,  I  decided  that  he  thought  my  brother 
couldn't  and  that  possibly  I  could.   My  mother  always  wanted  me  to 
find  a  good  husband  and  was  afraid  that  I  was  going  to  be  too 
smart  or  too  educated  to  get  a  good  husband.   She  was  extremely 
concerned  about  that. 

I  don't  know  if  you  know,  but  when  I  was  a  junior  in  high 
school  I  became  anorexic.   I  was  younger  than  the  other  kids.   I 
graduated  high  school  at  sixteen.   My  year  between  fifteen  and 
sixteen  was  a  very  difficult  year.   I  had  gone  down  to  something 
like  ninety-some  pounds.   I  understand  now  that  I  was  really 
anxious  to  get  away  from  my  parents,  especially  my  mother,  and 
this  tremendous  cloistering  that  I  felt  that  she  was  trying  to  do 
to  me. 

I  was  in  the  top  ten  in  my  class  and  the  third  in  line  for 
the  full-tuition  college  scholarship  provided  by  the  city.   The 
first  place  person  was  my  best  friend  Barbara  and  she  got  a 
scholarship  to  Bryn  Mawr.   Second  place  was  a  girl  who  had  taken  a 
commercial  curriculum  and  she  wasn't  eligible  for  the  scholarship. 
The  other  person  ahead  of  me  is  a  guy  who  had  a  scholarship  to 
Princeton.   And  then  there  was  me—but  I  hadn't  even  applied  yet 
for  school  and  so  it  went  further  down  the  list. 

O'Hara:   You  hadn't  even  applied? 


Leon:    No,  I  was  very  preoccupied  with  my  determination—obsession 

really—to  be  thin.   I  apparently  kept  my  school  work  up  but  most 
other  things  fell  away.   I  have  almost  no  memory  of  that  year.   I 
guess  things  started  to  slowly  change  in  the  summer.   We  agreed  on 
a  small  college  that  was  fifty  miles  from  Philadelphia  that  was 
coeducational.   My  parents  and  I  went  to  see  it,  and  I  started  to 
gain  weight.   They  had  been  sending  me  to  a  shrink,  but  that 
didn't  seem  to  work. 

But  anyway,  I  chose  Ursinus  College  in  Collegeville, 
Pennsylvania.   Ursinus  College  is  a  small  liberal  arts  college, 
well  known  for  getting  Jewish  kids  into  med  school.   In  those  days 
there  was  quite  a  bit  of  discrimination  against  Jews  in  medical 
schools  and  graduate  schools.   I  had  grown  up  in  a  Jewish 
neighborhood,  even  though  1  was  raised  Catholic.   So  at  Ursinus  I 
blossomed.   I  found  some  of  it  challenging  but  other  parts  fairly 
easy.   I  got  good  grades,  and  I  was  very  active  extracurricularly, 
and  I  tried  out  different  majors.   Thought  I'd  be  pre-med,  then 
thought  I'd  go  into  psychology.   I  took  the  courses  that  intrigued 
me  at  the  moment  rather  than  ones  that  would  prepare  me  for 
something.   All  that  I  knew  was  that  I  wanted  to  be  avant-garde, 
whatever  that  was.   I  gravitated  towards  friends  that  I  thought 
wanted  the  same  kind  of  thing.   What  excited  me  the  most  was  the 
idea  of  being  a  writer. 

O'Hara:   This  was  in  the  late  fifties. 

Leon:     Yes.   Before,  when  I  was  in  high  school,  I  was  taking  art  classes 
on  the  weekend  and  in  the  summer,  and  I  thought  I  wanted  to  be  an 
artist.   But  my  father  thought  I  couldn't  make  a  living  being  an 
artist.   He  thought  it  was  a  fine  little  hobby  but  I  should  never 
do  it  for  a  living.   I  finally  wound  up  graduating  college  as  a 
history  major.   It  was  the  major  that  offered  the  most  choices, 
and  I  just  enjoyed  myself  with  this  wide-ranging  curriculum  that  I 
figured  out  for  myself. 

When  I  graduated,  I  was  curious  whether  I  could  work.   My 
only  marketable  skill  was  writing.   I  had  been  the  editor  of  the 
school  newspaper,  and  then  I  was  editor  of  our  class  yearbook.   I 
was  in  the  drama  society,  and  I  had  directed  Under  Milkwood.   I 
had  done  all  these  things  because  they  were  all  opportunities  that 
were  there  at  Ursinus.   You  just  had  to  say  you  wanted  to  do  it. 
I  guess  I  was  hungrier  than  most  of  the  students  or  many  of  the 
students . 

You  know,  it  was  a  nice  small  college  with  a  total  of  1,000 
students.   It  did  have  a  religious  orientation—evangelical  reform 
denomination,  as  I  recall—but  it  wasn't  intrusive  or  demanding. 
Lots  of  students  were  Pennsylvania  Dutch. 


O'Hara:   Men  and  women? 

Leon:    Men  and  women.   But  anyway,  when  I  graduated,  I  went  to 

Philadelphia  and  got  a  Job  with  a  small  magazine  called  Delaware 
Valley  Announcer.   It  was  a  magazine  run  by  two  people,  a  husband 
and  wife  team,  and  I  came  on  as  a  very  low  paid  writer,  and  I 
wrote  about  stuff  going  on  in  Philadelphia.   1  did  that  for  a 
year,  and  then  my  best  friend  from  high  school  and  I  decided--! 
lived  at  home—we  would  go  to  Europe.   I  was  going  to  try  out  my 
fantasy  of  becoming  an  expatriate.   So  Barbara  Tilley  and  I 
decided  we  would  go  to  Europe  and  we  would  find  work  there,  and  we 
would  stay  and  someday  come  back. 

We  took  a  boat.   This  is  really  old-fashioned  stuff!   Boats 
were  cheaper  and  more  reliable  than  planes  [laughing]. 

O'Hara:   You're  talking  about  1960. 

Leon:     Yes.   We  went  to  Ireland  and  from  Ireland  to  England.   At  one 
point  we  inquired  about  jobs,  but  that  was  not  easy  to  do. 
Actually  we  were  content  to  wander  around  Europe  with  our  Eurail 
passes.   We  spent  three  months  there.   We  began  to  be  tired  of 
each  other  and  tired  of  traveling  and  decided  to  go  home  for 
Christmas.   We  caught  a  boat  back  to  the  United  States  right 
before  Christmas  and  thought  we  would  turn  around  and  go  back. 
But  we  didn't  go  back.   So  that  was  my  expatriate  experience. 

Then  I  found  a  job  with  a  corporation  in  Philadelphia. 
Well,  they  first  hired  me  to  assist  on  their  company  magazine,  and 
then  they  gave  me  the  job  of  editor.   It  was  a  monthly  magazine, 
and  I  was  in  charge  of  the  copy  and  the  photography  and  the  layout 
and  working  with  the  printer.   It  was  twenty-four  pages.   I  did 
that  for  a  couple  of  years. 

•. 
O'Hara:   What  kind  of  company? 

Leon:    It  was  the  Welsbach  Corporation.   They  had  once  had  a  monopoly  on 
the  gas  mantle.   So  they  had  this  great  history,  where  they  had 
carried  gas  lighting  across  the  country.   It  was  a  small  company 
that  had  been  national  and  had  been  very  important  at  one  point  in 
history.   They  still  build  gas  lamps.   They  still  have  a  factory 
in  Baltimore  where  they  have  made  these  copper  lamps  forever.   You 
can  see  the  lamps  today  in  historical  districts.   They're 
perfectly  beautiful  street  lamps. 

When  gas  lighting  went  out  and  electric  lighting  came  in, 
they  started  doing  electric  light  maintenance.   From  there,  they 
bought  a  valve  foundry  and  they  were  making  sand-cast  valves. 
Then  they  bought  a  boat  yard  and  began  making  mine  sweepers.   They 


also  had  a  luxury  boat  [chuckling].   They  took  on  this  job  of 
making  a  forty-foot  sailboat,  a  high-luxury,  forty-foot  sailboat, 

O'Hara:   Only  remotely  related  to  your  history  major.   Or  your  future. 

Leon:     They  also  did  mechanical  construction.   So  they  built  power 

houses.   I  would  go  to  New  York  and  photograph  the  streetlight 
maintenance  crews  and  the  vandalism,  and  I  would  write  a  story 
about  it  and  put  it  in  the  magazine.   I  did  a  story  about  the 
Welsbach  lamp  manufacture  and  stories  about  the  mantle.   It  was 
kind  of  fun. 


They  entered  an  article  I  did  on  buying  savings  bonds  in 
some  national  competition,  and  I  won  a  prize  for  my  article.   They 
gave  me  a  Britannica  atlas,  which  I  had  for  years.   A  little 
thing.   At  that  time,  I  met  the  man  I  was  briefly  engaged  to.   I 
had  always  had  kind  of  egg-head  boyfriends,  but  this  guy  was 
different.   He  was  a  Southerner  and  quite  handsome.   He  was 
relaxed  and  playful  and  outdoorsy.   I  always  remember  how  he 
looked  like  an  actor,  Robert  Taylor. 

O'Hara:   Looked  like  who? 

Leon:     Robert  Taylor.   You  know,  you'd  walk  into  a  bar,  and  everyone 

would  turn  and  look  at  him.   He  had  this  easy  Southern  way.   My 
parents  just  loved  him.   He  was  the  son  of  a  Lutheran  minister. 
But  anyway,  we  became  engaged.   Right  before  we  decided  we  would 
get  married,  he  had  a  nervous  breakdown  and  had  fifty  shock 
treatments.   His  hospital  experience  was  terrible.   I  left 
Welsbach.   I  was  very  upset  about  it.   1  just  quit  my  job. 

When  I  went  looking  for  another  job,  I  was  taking  painting 
classes  at  the  College  of  Art  in  Philadelphia,  and  I  also  belonged 
to  a  choral  group  that  sang  operatic  music.   A  job  opened  at  the 
Philadelphia  College  of  Art  for  public  relations  and  fundraising, 
and  I  got  that  job.   I  started  on  that  job  the  day  Kennedy  was 
assassinated.   It  was  my  first  day  of  work.   I  remember  coming 
there,  and  the  school  was  closed. 

O'Hara:   Was  that  1963? 

Leon:     I  don't  remember. 
O'Hara:   I  think  so. 

Leon:     I  wound  up  working  at  the  Philadelphia  College  of  Art  for  over 
eight  years.   I  met  my  husband  there,  first  husband,  Dennis 
[Leon] .   The  school  was  run  by  this  autocratic  dean  who  really 
believed  that  you  seek  out  excellence  and  that  you  support 


excellence,  and  nothing  else.   I  liked  the  dean,  and  at  one  point 
he  told  me  that  there  were  certain  faculty  members  I  should  keep 
an  eye  on  if  I  was  doing  PR  because  they  were  going  to  amount  to 
something,  and  that  would  be  good  for  the  school. 


Marriage  and  Adoption  of  Children 


Leon:    One  of  them  he  told  me  I  should  keep  an  eye  on  was  Dennis 

[chuckling].   So  I  went  looking  for  Dennis.   He  was  pretty  exotic. 
A  pipe-smoking  Englishman  who  seemed  like  a  fierce  intellectual. 
I  wrote  exhibition  catalogs,  and  I  did  a  lot  of  press  releases, 
and  I  was  the  one  staff  person  that  went  to  work  on  the  capital 
campaign.   They  hired  a  fundraising  consultant,  and  I  went  to  work 
for  the  fundraising  consultant  to  do  the  capital  campaign.  We 
raised  a  million  dollars. 

The  board  of  directors  were  all  men.   In  Philadelphia,  if 
you  were  looking  for  donors,  you  looked  in  the  Social  Register. 
You  actually  kept  one  in  your  desk.   The  school  had  a  women's 
committee,  wives  of  the  board  members  and  other  women  that  were 
socially  prominent.   1  became  the  liaison  with  the  women's 
committee.   I  put  on  their  $100-a-plate  dinner.   It  was  a 
precursor  of  my  CIL  [Center  for  Independent  Living]  and  WID  [World 
Institute  on  Disability]  days. 

I  met  Dennis,  we  quickly  fell  in  love  and  married.   He 
fulfilled  this  desire  that  I  always  had  to  lead  an  unconventional, 
avant-garde  life.   [chuckling]  We  didn't  live  in  a  garret  but  we 
did  live  in  a  carriage  house.   His  studio  was  downstairs,  where  he 
had  a  small  foundry,  and  we  lived  up  above  it. 

O'Hara:   In  Philadelphia? 

Leon:    Outside  of  Philadelphia,  a  suburb,  in  Elkins  Park.   We  hung  out 
with  other  artists.  We  quickly  thought  we'd  like  to  have 
children.   I  didn't  become  pregnant  right  away.  We  decided  to 
adopt.   It  didn't  seem  to  make  any  difference  to  him,  and  I  was 
perfectly  happy  to  do  that.  I  don't  know  if  you  want  any  more  of 
this.   And  we  adopted-- 

O'Hara:   I  think  it's  all  important. 

Leon:    I  was  seeing  a  gynecologist  to  see  why  I  couldn't  become  pregnant. 
He  had  suggested  that  I  have  an  operation  to  see  if  they  couldn't 
open  my  Fallopian  tubes.   I  was  due  to  have  the  operation  in  a 
week  or--it  was  less  than  a  week,  when  he  called  me  at  the  college 


O'Hara: 


to  say  that  one  of  his  patients  had  just  delivered  a  baby,  and  the 
woman,  the  patient,  he's  known  for  many,  many  years,  and  she 
doesn't  feel  she  can  keep  her.   He  wondered  if  Dennis  and  I  would 
like  the  baby. 

So  I  went  upstairs,  and  I  talked  to  Dennis  in  the  sculpture 
office,  and  we  went  to  visit  some  friends  that  evening,  and  the 
next  day  we  went  and  got  Ann.   I  quit  my  job.  Well,  I  quit  my  job 
at  the  college.  Within  six  months,  I  was  going  crazy—talking  to 
the  baby--so  I  went  back  to  the  college  part  time.   Oh,  then  I 
went  and  had  the  operation.   And  it  turned  out  that  I  really  had 
Fallopian  tubes  that  were  beyond  repair. 

We  decided  that  having  one  baby  was  so  much  fun,  we'd  adopt 
a  second.   We  put  out  a  call  for  Susan.   We  were  adopting 
privately.   To  me,  it  seemed  like  a  black  market.   You  know,  you'd 
get  calls  from  people  who  had  these  babies  or  knew  this  woman  was 
pregnant.   They'd  give  the  IQ  of  the  parents  and  whether  they  were 
blonde  or  brunette  and  what  nationality.   You  could  have  a  baby  if 
you  were  willing  to  take  a  female  and  someone  else  was  before  you 
if  it  was  a  male.   It  would  cost  you  such-and-such.   That  kind  of 
thing. 

This  process  did  bring  Susan  to  us  and  we  gained  her  when 
she  was  three  days  old.   We  immediately  put  in  that  we  wanted  a 
third  one.   This  time,  we  said  we'd  like  a  boy.   Our  lawyer  met 
with  a  woman  who  was  due  to  have  a  baby  and  we  entered  into  an 
agreement  with  her.   Then,  when  she  gave  birth,  she  decided  to 
keep  him,  and  so  we  didn't  adopt  him. 

When  you  got  the  call  from  the  gynecologist  about  Ann's  being 
born,  had  you  considered  adopting  at  all  at  that  point?   Or  was 
this  out  of  the  blue? 


Leon:     It  was  out  of  the  blue. 

O'Hara:   And  you  had  a  baby  then,  the  day  after  the  call? 

Leon:     Yes,  yes.   [laughter]   Well,  you  know,  it  was  one  of  those  things. 
He  was  up  for  it  and  I  was  up  for  it.   It  was  funny.   I  never 
thought  about  having  children.   I  was  so  deliberate  about  not 
having  the  kind  of  life  my  mother  had.   I  never  babysat.   I  never 
cared  for  anybody's  kid  or  paid  attention  to  anybody's  kid.   But 
this  was  different.   This  was  something  Dennis  and  I  decided  to  do 
together.   Adoption  was  a  nice,  quick  way  to  make  a  baby.   It  was 
fun.   He  was  very  supportive.   You  know,  he  didn't  give  a  hoot 
whether  it  was  his  biological  baby.   I  had  no  experience  to  mind 
it.   You  know,  I  hadn't  given  it  enough  thought. 


O'Hara:   I  was  just  thinking  of  one  night  to  think  it  over  is  just  truly 
remarkable.   Very  flexible  [chuckling]. 

Leon:     Especially  when  we  took  the  baby  back  to  this  carriage  house.   It 
was  really  an  absurd  environment  for  children.  We  continued  to 
live  in  the  carriage  house  with  the  two  kids,  and  then  we  got  an 
old  English  sheepdog. 

My  father  and  mother  decided  that  they  couldn't  tolerate  the 
idea  of  us,  of  me  living  that  way.   I  guess  I  wasn't  really  aware 
that  our  lifestyle  and  lack  of  resources  bothered  them.  My  father 
had  retired,  just  retired.   Sears  had  this  very  big  stock-sharing 
program  for  all  its  employees.   I  guess  if  you  look  back  at  it 
historically,  it  was  a  period  when  stock  values,  when  the  value  of 
the  stock  of  corporations  like  Sears  just  went  way  up.   My  father 
thought  that  he  was  facing  his  retirement  with  a  huge  amount  of 
money  that  he  never  expected.   So  he  suggested  that  he  would  cash 
in  the  stock  that  he  thought  I  would  inherit  and  give  it  to  me  to 
buy  a  house.   He  also  did  the  same  for  my  brother. 

Dennis  and  I  went  looking  for  a  house,  and  quickly  found  a 
farmhouse  that  was  built  in  the  1700s  in  Bucks  County  [chuckling] 
that  someone  had  started  to  fix  up.   They  put  a  roof  on  it.   It 
was  an  old  fieldstone  house.   It  had  a  barn,  a  fieldstone  barn 
where  the  roof  had  collapsed.   It  came  with  several  acres,  and  it 
was  part  of  an  eighty-acre  tomato  farm,  but  we  only  bought  four  or 
five  acres. 

So  we  bought  that.   It  was  a  totally  impractical  house,  but 
Dennis  made  the  barn  into  a  great  big  studio.   We  tried  country 
living.   There  was  a  train  that  went  out  to  our  village,  and  you 
could  take  this  train  to  New  York.   Meanwhile,  he  had  gone  to  New 
York  and  found  a  gallery,  so  he  had  a  gallery  on  Madison  Avenue  in 
New  York.   He  got  a  review  from  the  gallery.   The  New  Yorker 
critic  saw  his  first  one-man  show  at  the  New  York  gallery  and  and 
wrote  in  The  New  Yorker  that  Dennis  was  one  of  the  most  promising 
new  artists  coming  on  the  scene.   It  was  a  real  head  trip. 

On  the  basis  of  the  review  Dennis  applied  for  a  Guggenheim 
fellowship  and  got  it.  We  were  going  to  take—that's  right—we 
were  going  to  take  the  Guggenheim  and  go  to  Europe.   Instead,  we 
adopted  Ann.   Then  he  also  got  an  award  from  the  National 
Institute  for  Arts  and  Letters  in  New  York,  and  another  award  that 
I  can't  remember  right  now.   He  was  very  successful  during  that 
period,  and  it  was  very  exciting,  and  it  was  a  lot  of  fun  to  be 
among  all  these  artists  and  to  have  these  two  little  children. 

We  had  lots  of  friends  visiting  with  us  and  staying  in  the 
country,  I  was  gardening,  and  I  would  go  into  Philadelphia  to  the 


Philadelphia  College  of  Art  twice  a  week  and  work.   It  seemed  like 
a  nice  lifestyle.   Then  he  started  having  a  lot  of  difficulty  with 
his  art  and  would  get  moody,  and  it  got  harder.   Susan  was 
suffering  from  severe  asthma,  and  things  weren't  quite  as 
wonderful.  We  had  a  St.  Bernard  as  well  as  an  old  English 
sheepdog  [chuckling].   And  rabbits  and  cats  and-- 

Someone  he  met  at  a  conference  invited  him  to  come  to 
California.   Paul  Harris  was  his  name.   He  was  a  sculptor  and 
taught  at  the  California  College  of  Arts  and  Crafts.   He  invited 
him  to  come  to  California  because  Harry  Abrams,  a  big  art 
publisher,  was  doing  a  book  on  Paul's  work,  and  he  needed  someone 
to  write  an  essay.   He  was  impressed  with  Dennis,  and  he  asked 
Dennis  if  he  would  do  that.   He  offered  Dennis  a  teaching  job  for 
one  semester  during  which  time  he  could  write  the  essay. 

So  we  picked  up  the  kids,  and  we  came  to  California  for  four 
months.   We  took  a  furnished  apartment  over  by  Grand  Lake.   We 
didn't  like  California  all  that  much  and  when  the  semester  was 
over  we  happily  went  back  to  Pennsylvania.   But  it  was  hard  to  go 
back  to  Pennsylvania.   We  didn't  have  enough  money  to  maintain 
this  farmhouse.   It  was  very  drafty  and  old.   You  can  imagine:  it 
was  250  years  old,  and  it  was  falling  apart.   The  basement  flooded 
every  winter,  and  you  needed  a  fortune  to  maintain  this  place. 

Suddenly  they  called  from  the  college,  and  they  offered  him 
a  job. 


Move  to  Berkeley 


O'Hara:   The  College  of  Arts  and  Crafts? 

Leon:    They  actually  called  to  ask  if  he  knew  anyone  that  he  would 

recommend  to  be  the  chair  in  the  sculpture  department.   He  got  off 
the  phone  and  was  telling  me  that.   I  said,  "You  should  be  chair." 
And  that  we  should  go.   He  was  startled  and  surprised  and  decided 
that  I  was  right;  he  should  go.   So  we  decided  to  move  out  here. 

It  wasn't  all  easy.   You  know,  moving  to  California  was  a 
source  of  great  anxiety  to  me.   I  think  I  was  very  dependent  on  my 
parents  for  some  kind  of  support,  you  know.   I  know  I  was 
suffering  from  anxiety  symptoms.   Dennis  was  the  dominant  type. 
And  it  was  very  hard  on  my  ego  to  be  around  someone  who  is  as 
know-it-all  and  as  articulate  and  as  forceful  as  he  was. 

O'Hara:   Was  this  in  the  early  seventies? 
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Leon:    Yes,  '71,  '72,  yes.   I  had  started  to  see  a  therapist,  and  the 

therapist  suggested  that  I  should  do  myself  a  favor  and  get  a  job 
immediately  in  California.   He  helped  me  see  that  1  should  not  be 
building  my  life  around  Dennis's  career  and  the  kids.   We  drove 
out  here  to  California  and  in  just  one  day  found  the  house  on  Eton 
Avenue . 

Oh.  When  we  were  here  for  the  four-month  period,  we  had  met 
the  painter  Richard  Diebenkorn  and  his  wife.   They  had  told  me 
that  they  had  lived  for  several  years  in  Elmwood,  when  he  had 
taught  at  UC  Berkeley.   Diebenkorn 's  wife  said  that  she  loved  it 
here  and  that  she  lived  in  South  Berkeley  [chuckling) ,  right  here 
where  we  are  now  (Eton  Avenue).   So  when  we  called  the  realtor,  1 
told  him  I  wanted  to  live  in  Elmwood.  We  hadn't  even  noticed 
Elmwood  in  the  four  months.  We  came  out  and  met  the  realtor  one 
day.   He  showed  us  some  houses  behind  the  Claremont  Hotel,  and  he 
showed  us  this  house,  which  had  just  come  on  the  market  that  day. 
We  were  the  first  ones  to  look  at  it.   Then  we  decided  to  take  it. 
So  we  left  the  car  and  flew  home,  and  then  we  flew  out  with  the 
kids . 

I  put  the  kids  in  the  nearby  public  school,  John  Muir,  and  I 
went  and  applied  for  some  jobs.   I  got  a  job  pretty  quickly.   I 
answered  an  ad  from  the  Tom  Dooley  Foundation  in  San  Francisco. 
It  was  an  organization  that  sent  medical  personnel  to  Southeast 
Asia  and  did  relief  work.   I  took  over  this  job  running  this 
direct  mail  program  and  doing  a  lot  of  PR  for  this  organization. 
It  was  really  quite  an  immersion  into  a  new  field.   I  knew  nothing 
about  direct  mail.   I  would  mail  something  like  100,000-- 

II 

O'Hara:   You  were  just  talking  about  the  job  you  had  gotten  and  what  you 
were  doing  in  direct  mail. 

Leon:    Yes.  Well,  in  the  time  I  worked  for  the  Dooley  Foundation  I 

raised  about  $800,000  in  a  year  from  this  direct  mail.   It  was 
just  phenomenal.   The  thing  that  was  awful  about  it  was  that 
everybody  in  the  organization  would  wait  to  see  if  the  money  would 
come  in.   The  director  would  come  back  to  me  and  say,  "Is  any 
money  going  to  come  in?"  I  would  have  no  idea.   You  know? 
Because  it  was  direct  mail,  and  I  really  didn't  know  what  I  was 
doing.   It  was  really  kind  of  frightening. 

O'Hara:   Did  you  raise  that  money  in  one  year? 
Leon:    Oh,  yes. 
O'Hara:   $800,000? 
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Leon:    Yes. 

O'Hara:   They  must  have  thought  you  were  a  genius. 

Leon:    No,  because,  you  know,  I  took  over  something.   They  had  started 
years  before.   Tom  Dooley  was  a  doctor  from  Notre  Dame  that  went 
to  Vietnam  during  the  French- Indochina  War  and  developed  cancer. 
He  had  a  hospital  in  Vietnam  and  came  back,  and  he  toured  the  U.S. 
with  the  Monsignor  from  Notre  Dame,  Hesborough  I  think  his  name 
was. 

O'Hara:   Hesburgh. 

Leon:     Hesburgh.   He  talked  a  lot  about  Catholicism  and  charity.   He  went 
around  the  country.   He  started  Dooley  clubs,  where  people  would 
send  a  dollar  a  month.   So  when  I  came  to  Dooley,  it  still  had  all 
these  people  that  were  sending  a  dollar  a  month,  and  there  were 
little  Dooley  clubs  around  the  country,  especially  in  small  towns, 
where  people  would  get  together  and  send  money  every  month. 

But  somebody  at  one  point  had  started  direct  mail,  so  there 
was  a  lot  of  information  about  direct  mail  vendors--people  who 
sell  lists.   There  was  also  a  list  of  previous  donors.   It  was 
surprisingly  easy.   You  buy  lists  and  you  design  direct  mail 
brochures  and  solicitation  letters.   I'd  buy  Paralyzed  Veterans 
mailing  list  that  was  three  years  old  for  a  certain  amount  of 
money;  and  two  years  old,  more  money.   It  was  really  just  a  guess. 
I  just  took  the  job  and  started  to  guess  because  nobody  else  knew, 
and  they  were  depending  on  me. 

Also  they  had  had  another  person  doing  public  relations,  but 
they  decided  they  couldn't  afford  both,  so  they  had  me  do  both 
jobs,  so  I  was  doing  the  PR  also.   I  would  do  a  newsletter,  and  I 
did  press  releases  on  the  people  that  came  back  and  sent  them  to 
the  newspapers.   Then  I  did  a  campaign  of  foundations  to  get  the 
money  for  a  boat  to  go  down  the  Mekong. 

O'Hara:   Were  foundations  responsive? 

Leon:     Oh,  it  was  the  only  time  in  my  life  I  ever  did  a  cold  mailing  to 

foundations.   One  foundation  responded  with  $5,000,  and  they  built 
a  boat.   It  was  a  ridiculous  exercise.   I  would  never  do  it  that 
way  again.   I  just  wrote  a  proposal  and  mailed  it  to  a  bunch  of 
foundations.   The  president  was  in  New  York,  and  he  was  raising 
money  for  the  Dooley  Foundation  back  East.   He  was  trying  to  raise 
the  money  to  work  in  Nepal  and  other  countries.  Years  before  the 
Dooley  Foundation  had  gone  to  Nepal  and  had  helped  the  Dalai  Lama 
come  out.   Lowell  Thomas  was  involved  in  the  Dalai  Lama's  rescue 
and  he  became  a  major  supporter  of  the  Dooley  Foundation. 


The  Dooley  Foundation  had  a  colorful  history.   There  was 
talk  about  doing  a  movie  about  the  Nepal  work.   They  still  work  in 
Katmandu.   I  really  would  have  liked  to  have  been  able  to  work  on 
that  movie.   But  what  happened  was  that  I  was  there  a  little  more 
than  a  year,  and  we  were  applying  to  do  relief  work  in  Laos  and 
Cambodia.   We  were  getting  all  these  reports  of  the  Green  Berets, 
and  it  suddenly  began  to  feel  as  though  I  worked  for  a  war 
organization.   The  foundation  was  very  supportive  of  the  war 
because  the  relief  work  we  were  doing  depended  on  the  war.   At 
home  my  friends  and  neighbors  were  demonstrating  against  the  war. 

At  the  same  time  I  was  writing  direct  mail  letters  about 
following  our  victorious  troops  into  Laos.   I  did  brochures  with 
photos  of  Laotian  refugees  and  our  soldiers  and  the  Green  Berets 
and  it  gradually  became  more  than  I  could  handle.   I  found  it 
harder  and  harder  to  do.   I  came  home  and  I  would  complain. 
Dennis  said  to  me  if  I  was  going  to  complain  so  much,  I  should 
quit. 

So  I  quit.   I  decided  I  was  writing  every  day,  and  I  didn't 
like  what  1  was  writing,  and  if  I  wanted  to  write,  I  should  stay 
home  and  write.   So  I  came  back  here.   I  thought  about  my  great 
American  novel  and  started  to  do  proposals  for  friends  of  Dennis's 
and  people  at  Arts  and  Crafts,  and  I  would  do  it  for  barter.   I'd 
do  a  proposal  for  a  photographer,  and  he  gave  me  a  framed 
photograph.   I  helped  some  students  with  their  Fulbrights  and 
other  stuff  like  that. 

I  was  playing  around  with  what  in  the  world  I'd  do  my  novel 
on,  and  Joan  Coyle  and  I  decided  we  would  start  an  art  consultant 
business.   Dennis  belonged  to  a  gallery  here  in  San  Francisco,  and 
the  gallery  never  did  anything  about  trying  to  sell  the  work  of 
the  artist.   Oh,  Dennis's  work  wasn't  selling.   He  had  lost  the 
New  York  gallery,  and  he  was  really  unhappy  about  what  was 
happening  in  his  art. 

So  we  started  this  business.  We  were  Leon  Coyle  Associates, 
Art  Consultants.   We  decided  we  would  go  see  architects  and 
interior  designers  and  show  them  the  art  of  artists  that  we  liked. 
There  is  a  1  percent  rule,  Susan.   You  know,  I  don't  know  if  it's 
a  city  law  or  what,  but  1  percent  of  the  cost  of  new  construction 
has  to  go  for  art.   It's  the  reason  that  there  is  the  art  on  BART. 
When  you're  constructing  a  $50  billion  building,  1  percent  is 
really  sizeable. 

I  remember  one  of  the  things  that  spurred  me  on  was  a 
building  that  was  going  up  in  San  Francisco,  and  they  decided  to 
buy  one  Alexander  Calder  stabile  for  all  the  money.   Instead  of 
that,  they  could  have  bought  fifty  works  by  local  artists.   So  we 
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started  our  business  and  worked  on  it  while  the  kids  were  in 
school;  Joan's  kids  were  in  school  with  my  kids  and  we  worked  on 
it  during  the  day.  Went  to  see  artists  and  would  add  their  work 
to  our  portfolio  and  then  went  to  see  architects.   The  only  thing 
we  ever  sold  was  one  drawing  of  Dennis's.  We  didn't  sell  anything 
[laughing] . 

We  were  having  a  great  time.  We  were  learning  a  lot  about 
art,  and  we  were  discovering-- 

O'Hara:   And  the  local  art  scene.   You  must  have  been  so  well  versed. 

Leon:    Oh,  it  was  fun.  We  found  that  the  market  really  wasn't  interested 
in  the  kind  of  art  that  Dennis  did  or  the  other  artists  at  the 
gallery  that  he  belonged  to.   Their  art  was  too  far  out,  and  it 
really  wasn't  suitable  for,  like,  hotels.   There  was,  like, 
Harrah's  wanted  four  floors'  worth  of  oil  paintings.   You  know, 
several  for  each  floor.   They  wanted  a  different  color  theme  for 
each  floor,  and  they  only  wanted  to  pay  a  certain  amount  for  each 
one. 

So  they  wanted  much  more  medium-quality  artists,  so  we  had 
to  find  artists.   I  started  out  by  talking  to  artists  who  were 
teaching  at  Arts  and  Crafts,  and  then  we  found  other  artists 
elsewhere,  and  we  got  into  crafts  more.   But  we  didn't  know  what 
we  were  doing.   It  was  taking  us  a  long  time  to  understand  what 
our  criteria  needed  to  be  and  what  the  market  would  bear  and  all 
that.   But  we  met  some  nice  people.   We  met  lots  of  architects 
that  we  liked  talking  to.   It  was  fun. 

It  was  during  that  time  that  a  neighbor  on  Woolsey  had  a 
young  woman  living  with  her  who  had  been  a  drop-out.   She  was 
going  through  some  kind  of  re-employment  training  program,  and  I 
had  met  her  because  she  was  in  the  neighborhood.   She  knew  that  I 
wrote  proposals.   She  was  going  to  some  Berkeley  employment  thing. 
I  remember  one  of  the  things  that  Berkeley  did  was  they  gave  her 
some  money  for  a  wardrobe,  and  then  she  was  applying  for  jobs. 
She  somehow  or  other  came  upon  CIL,  and  she  came  over  to  see  me 
one  day  and  said  that  there  was  this  brand-new  organization  that 
she  had-- 

O'Hara:   This  was  the  daughter  or  the  mother? 

Leon:     No,  this  was  Casey,  a  young  woman  who  was  a  friend  of  my  friend, 
Betty  Peters,  on  Woolsey.   She  was  someone  who  was  living  with 
Betty.   Betty  had  her  children  at  John  Muir  also.  We  were  also 
together  in  a  food  conspiracy,  where  we  would  go  down  to  the 
wholesale  vegetable  market  once  a  week  and  buy  food  and  fruit. 


O'Hara:   How  did  that  work  exactly? 

Leon:    Well,  there  were  several  women  from  Lewiston,  Eton,  and  Woolsey. 
We  would  meet  together  on  a  Thursday  afternoon  and  place  our 
orders,  and  then  someone  would  go  down  Friday  morning  at  six 
o'clock  in  the  morning,  or  five-thirty,  and  buy  cartons  of  these 
vegetables  and  fruit  at  the  wholesale  market  in  Oakland,  and  bring 
it  back  at  their  house.   Everybody  would  come  over  to  your  house 
and  buy  the  stuff,  and  you  would  get  rid  of  what's  left. 
Sometimes  you  would  wind  up  with  twenty  pounds  of  potatoes  or 
something  like  that. 

O'Hara:   That  was  very  big  in  Berkeley,  wasn't  it? 

Leon:     Yes.   It  was  a  lot  of  fun.   And  we  would  get  cheese  through  John 
Shalik  at  Curds  and  Whey,  and  Magnani  would  give  us  chickens.   We 
were  having  a  ball,  except  it  took  a  lot  of  time.   We  were  all 
cooking  a  lot,  and  everyone  was  making  jams  because  you'd  have 
your  share  of  a  crate  of  plums. 

But  it  was  through  one  of  the  women  in  that  conspiracy  I  met 
this  young  woman  who  had  come  upon  CIL.   I  had  not  thought  too 
awfully  much  of  this  young  woman.   I  thought  she  was  nice  enough, 
but  I  didn't  think  she  was  a  quick  learner.   She  wanted  me  to 
teach  her  how  to  write  a  proposal.   But  I  felt  leaned  on  by  a 
friend  of  a  friend,  and  I  said  that  I  really  couldn't  teach  her 
but  that  she  should  tell  them  that  I  would  come  up  and  talk  to 
them.   So  I  made  an  appointment  to  go  to  CIL. 
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II   THE  CENTER  FOR  INDEPENDENT  LIVING  IN  BERKELEY,  1973-1976 


First  Contact  with  the  Center  for  Independent  Living  and  Ed 
Roberts 


O'Hara:   What  is  it  that  even  appealed  to  you? 
there? 


What  made  you  even  go 


Leon:     I  did  that  kind  of  thing.   I  liked  writing  proposals.   I  was  a 
soft  touch  for  people  asking  me  to  do  them  a  favor.   That  was 
number  one.   That  was  probably  the  biggest  reason  I  went  was  that 
she  asked  me  to  do  this.   I  always  enjoyed  being  able  to  put  into 
words  what  other  people  wanted  to  communicate  but  for  some  reason 
weren't  able  to  do  that.   So  in  every  job  I  had,  that  was  how  I 
got  the  job.   I  used  to  say  that  I  would  always  find  a  job  because 
everybody  in  the  world  is  afraid  to  write,  and  if  you're  not 
afraid  to  write,  you  can  get  a  job.   It  was  kind  of  like  a  game 
for  me. 

O'Hara:   So  you  did  go  down? 

Leon:     I  went  down  to  University  Avenue.   I  had  no  idea.   I  didn't  even 
know  what  she  meant  by  disability.   I  had  never  seen  an  electric 
wheelchair.   I  had  never  seen  a  quadriplegic  or  a  paraplegic-- 
within  a  couple  of  feet  of  someone  with  a  disability.   I  just  had 
never  had  any  contact.   You  know,  one  of  Dennis's  students  had  a 
child  that  was  mentally  retarded.   That  was  the  only,  the 
slightest  awareness  I  had. 

I  walked  in,  and  I  was  startled  by  the  grungy  health  food 
store  on  the  ground  floor  and  the  narrow  staircase  going  up  to 
CIL. 

O'Hara:   Where  was  it?   Like  between  Shattuck  and  Milvia. 
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Leon:    Yes,  there  was  a  fabric-upholstery  store  called  Kaufman's.   So 

next  to  Kaufman's.  And  then  there  was  this  health  food  store.   It 
was  a  real  funky  health  food  store  because  you'd  go  in  and  they'd 
have  barrels  of  olive  oil-- [CROSS-TALK] --I  would  go  in  there  once 
in  a  while  and  buy  cloudy  green  olive  oil  and  stuff  [chuckling]. 
I  remember  going  up  the  stairs.   I  believe  they  were  on  the  second 
floor.  Astonishing.   Either  the  second  floor  or  third  floor. 
Which  floor?   Mary  will  remember  this.   It's  just  incredible  that 
they  were  on  all  of  these  floors  in  this  inaccessible  building,  in 
this  firetrap. 

O'Hara:   It  had  an  elevator. 


Leon:    Yes,  it  had  an  elevator.   I  never  used  the  elevator  until  I  went 
with  Ed.   I  walked  up  the  stairs. 

O'Hara:   And  what  did  you  see? 

Leon:     This  office  with  old  furniture,  lots  of  paper  lying  around.   And 

Ed.   I  saw  Ed.   Phil  was  right  behind  him.  And  Nancy  D'Angelo  was 
there.   You  know,  I  was  just  charmed.   You  talk  about  charisma.   I 
think  Ed  just  charmed  me.   I  was  just  taken  with  him.   You  know 
the  way  he  makes  eye  contact  and  keeps  it?   I  remember  looking  at 
Ed  and  not  looking  at  his  body  so  much.   Also  I  was  brought  up  not 
to  stare  [chuckling]. 

I  remember  sitting  down  and  talking  with  him.   There  were  no 
chairs.   There  were  few  chairs,  and  no  mirror.   I  remember  this. 
After  I  was  there  for  a  couple  of  weeks,  I  complained  that  there 
wasn't  a  mirror  in  the  rest  room.   I  don't  know  whether  Don  Berry 
and  Herb  Willsmore  were  there  that  day.   I  don't  remember  who  was 
there  that  day.   But  I  remember  talking  to  Ed. 

Ed  had  this  pile  of  stuff,  and  had  proposals  that  were 
written  by  Larry  Biscamp,  and  he  had  some  other  stuff  that  other 
people  had  written.   He  told  me  that  he  needed  this  proposal.   I 
don't  know.   I  think  I  just  sat  there,  and  he  just  talked  about 
what  CIL  was.   I  can't  remember  days,  but  anyway,  I  said  I'd  do 
it.   But  I  really  don't  even  know  how  I  did  it,  Susan.   I  think  I 
took  home  everything  he  gave  me  and  read  it  all.   It  was  very 
repetitive  and  tedious,  but  it  was  such  a  good  idea.   The  more  I 
read,  the  more  I  was  just  fascinated  by  it. 

You  know,  I  had  been  raising  money  for  art.   You  know, 
raising  money  for  art  is  the  hardest  thing  in  the  world, 
especially  the  Philadelphia  College  of  Art.   If  you're  trying  to 
raise  money  for  the  Philadelphia  College  of  Art,  you  can't  raise 
it  on  the  basis  of  its  alumni  because  all  of  the  people  who  had 
gone  to  the  art  school  who  become  famous  artists  left  without 
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graduating.   Because  artists  are  the  kinds  of  people  who  don't 
like  too  much  external  structure,  so  the  most  creative  artists 
left.   So  there  were  a  couple  of  really  famous  people  who  had  gone 
to  the  College  of  Art  in  Philadelphia,  but  none  of  them  had 
graduated.   Then  it's  very  hard  to  find  a  criteria  to  use  for 
contemporary  art,  so  it's  hard  to  raise  money  for  contemporary  art 
on  the  basis  of  anything  other  than  what  a  critic  says. 

Southeast  Asia.   That  was  a  little  hard,  too.   It  was  hard 
to  raise  money  for  medical  relief,  other  than  among  the  people  who 
were  intensely  interested.   But  what  Ed  was  talking  to  me  about 
was  a  universal  issue.   I  remember  deciding  that  this  was  really  a 
good  idea  and  telling  him  that.   It  was  simple,  it  was  clear,  and 
it  was  obvious  that  it  improved  the  lives  of  people,  and  it  was 
obvious  that  it  could  help  people.   And  nobody  else  was  doing  it. 
You  know,  you  could  write  a  good  case  for  it. 

I  was  excited  to  make  the  case.   I  actually  found  it  easy  to 
write  the  proposal  because  I  took  everything  that  everybody  had 
written,  the  volumes  of  stuff,  and  just  took  out  examples  and  put 
it  all  together  and  wrote  it. 

O'Hara:   Were  you  doing  this  at  home? 

Leon:    Yes,  I  did  it  at  home  and  brought  it  in. 

O'Hara:   Was  it  a  busy  place?  What  was  it  like? 

Leon:     There  were  probably  about  six  or  eight  people  on  the  second  floor. 
They  had  these  unusual  desks  that  Greg  Sanders  had  built  people, 
which  were  sort  of  like  ledges,  like  a  piece  of  wood  and  tall 
legs,  and  he  made  them  out  of  some  kind  of,  like,  cherry  wood  or 
something,  and  they  were  heavily  lacquered.   But  they  were  narrow. 
They  were  narrow  desks,  almost  like--I  call  it  a  ledge,  or  a 
windowseat--but  high.   So  they  were  high  and  narrow. 

O'Hara:   So  people  could  slide  under  it. 

Leon:     Slide  under  them,  and  nothing  would  go  beyond  what  you  could 
reach.   So  they  would  be  around  the  walls.   As  I  said,  you'd 
almost  have  to  carry  your  chair  with  you  because  there  were  never 
any  chairs.   And  there  was  paper  everywhere. 

O'Hara:   Why  were  there  no  chairs? 

Leon:     I  don't  remember.   The  one  walkie  was  the  woman  who  put  out  The 
Independent .  who  was  blind. 


O'Hara:   Jan  McEwen? 
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Leon:     Jan  McEwen.   There  was  someone  else  working  with  Jan.   You  know, 
they  were  walkies,  but  they  were  blind.   Everybody  else  seemed  to 
be  in  wheelchairs.   I  remember  when  we  hired  Mary  Lester  that  that 
was  a  big  step.   Anyway,  I'm  getting  ahead  of  myself. 

I  brought  in  the  proposal,  and  Ed  liked  it,  and  he  sent  it 
off  to  San  Francisco  Foundation,  and  he  said  that  he  would  like  me 
to  write  a  brochure  for  CIL.   I  said  I'd  be  delighted  to  do  that. 

O'Hara:   Were  you  being  paid  for  this  at  this  point? 

Leon:     No. 

O'Hara:   You  were  volunteering. 

Leon:     I  was  volunteering.   Also  my  friend  Joan  was  getting  annoyed  with 
me  because  she  was  afraid  I  was  leaving  our  art  consultant 
business.   But  I  was  fascinated.   I  know  that  I  met  Ed  at  a  time 
in  my  life  when  I  was  lonely  and  bored,  and  I  found  in  Ed  a 
spiritual  buddy.   I  formed  a  close  personal  relationship  with  him 
in  those  years.   You  know,  I  was  delighted  to  sit  and  talk  with  Ed 
about  the  philosophical  background  of  independent  living  or  why 
the  world  ticks  and  why  we  do  things  this  way  and  why  things  go 
wrong  and  how  to  fix  things.   I  just  was  quite  happy  to  sit  and 
talk  with  him.   He  became  my  closest  friend.    Joan  was  my  closest 
friend  [chuckling],  but  I  was  fascinated. 

O'Hara:   Was  he  the  director? 

Leon:     Yes.   He  had  just  shortly  come.   He  had  not  been  there  very  long. 

O'Hara:   He  wasn't  the  first  director. 

Leon:    No,  no.   They  had  been  in  an  apartment.   He  had  been  part  of  the 

group  that  was  setting  it  up.  I  understand  that  Larry  Biscamp  and 
some  of  the  other  folks  at  one  time  thought  Ed  was  domineering  and 
pushy.  I  think  he  was  edged  out. 

O'Hara:  Larry  was  the  first  director. 

Leon:  Larry  was  the  first  director. 

O'Hara:  Then  Larry  was  edged  out. 

Leon:  No,  Ed  was  edged  out.   Ed  was  edged  out. 

O'Hara:  Oh,  of  the  founding  group. 
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Leon:    Yes.   And  Ed  went,  and  he  was  teaching  a  course  over  on  the 

Peninsula  at  a  small  college  —  New  College?--that  Jean  Wirth  had 
started. 

O'Hara:   Common  College. 

Leon:    Common  College.   Jean  Wirth  had  been  a  friend  of  Ed's  and  Zona's 

and  had  been  instrumental  in  helping  Ed  get  into  UC  Berkeley.   But 
Ed  was  out  of  Berkeley.   Now,  I  didn't  know  the  politics  of  it 
all.   I  came  in,  and  Ed  was  there.   Ed  was  the  director,  and  Phil 
Draper  was  there  behind  him.   But  I  quickly  got  the  sense  that 
there  were  segments  of  the  community  that  were  anti-Ed  and 
resented  him. 

O'Hara:   Somewhere  I  heard  that  there  was  a  fairly  concerted  coup  by  Ed  to 
take  over  CIL  because  Ed  and  John  Hessler  thought  that  the 
organization  was  foundering  right  in  the  beginning. 

Leon:    Well,  you  see,  that  may  have  happened  right  before  I  came.   But  it 
certainly  was  before  I  came.   So  when  I  came  there,  he  was 
ensconced.   John  wasn't  around.   John  was  over  at  PDSP  [Physically 
Disabled  Students'  Program].   I  didn't  meet  John  right  away  at 
all.   I  never  saw  Larry  Biscamp.   There  were  things  of  his  that  1 
read,  and  all  the  stuff  I  read  for  the  proposal  and  the  brochure. 
There  were  lots  of  things  written  by  other  people.   It  was  obvious 
to  me  there  was  another  director  before  Ed.   There  were  several 
directors  before  Ed.   And  that  Ed  had  taken  it  over. 

Ed  never  bothered  to  give  much  information  about  who  came 
before.   He  was  always  one  to  grab  power  and  take  control.   He 
didn't  like  to  talk  about  his  methods.   And  he  didn't  talk  about 
other  people.   He  certainly  didn't  gossip  in  that  way.   But  there 
were  people  like  Michael  Pachovas,  even  back  then,  who  seemed  to 
not  like  Ed  at  all. 

There  was  Hale  [Zukas].   Hale  was  always  kind  of 
questionable.   Upstairs  on  the  third  floor,  there  was  a  room 
upstairs  that  Ken  Stein  possibly  could  describe  to  you  that  was 
just  floor-to-ceiling  in  paper  of  all  kinds.   You  know,  just 
stacks  of  paper  all  over  the  place.   And  that's  where  Hale  and  Ken 
were  working  on  the  Urban  Institute  needs  study.   And  they  were 
late.   There  was  some  problem  about  them  not  getting  it  done. 

You  know,  at  first  I  couldn't  understand  Hale.   Then  you 
went  up  to  the  next  floor,  and  that  was  where  the  wheelchair 
repair  place  was.  And--oh--Fuzzy,  Mary's  boyfriend.   Tom. 

O'Hara:   Fussy. 
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Leon:  His  nickname  was  Fuzzy. 

O'Hara:  His  name  was  Fussy? 

Leon:  Yes.   And  the  guy  who  was  Lynn's  boyfriend. 

O'Hara:  Earl  Jacobson? 

Leon:  Yes.   And  what ' s -his -name's  brother,  Jack  Rowan. 

O'Hara:  Gary. 

Leon:     Gary.   Those  folks  were  up  there.   They  were  doing  wheelchair 

work.   Can  you  imagine?  They  were  doing  wheelchair  repair  on  the 
third  floor.   They  used  to  go  up  and  sit  on  the  roof  and  people 
would  smoke  dope. 

Oh,  I  told  Ed  when  he  asked  me  to  do  the  brochure  that  he'd 
have  to  pay  me  something,  so  he  agreed  to  pay  me.   I  believe  he 
said  he'd  pay  me  $500  a  month.   I  can't  really  quite  remember 
whether  it  was  $500  or  $600  right  now.   But  that  was  fine.   That 
was  the  salary  I  had  all  the  time  that  I  was  in  C1L. 


Writing  the  First  Brochure  and  Fund  Raising  Efforts  ft 


O'Hara:   What  was  the  brochure  destined  for?  Why  did  they  need  a  brochure? 

Leon:    Well,  they  didn't  have  anything  at  all,  so  they  didn't  have 

anything  to  give  to  people  or  to  send  in  order  to  say  what  the 
organization  did. 

O'Hara:   Were  they  trying  to  find  clients?  Or  was  this  for  the  purpose  of 
raising  money? 

Leon:    I  assume  it  was  for  clients  and  also  for  public  relations 

purposes.   I  must  say,  1  was  not  aware  when  I  arrived  of  any 
services  being  provided. 

O'Hara:   Oh!   What  were  they  doing? 

Leon:    I  don't  know.   Hanging  out.   [laughter]   Talking  to  one  another. 
For  years  I  wondered  whether  CIL  ever  did  any  services.   Now  I 
understand  that  they  did,  but  they  provided  the  services  over  the 
phone,  and  I  was  unaccustomed  to  a  service  being  over  the  phone. 
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Or  I  was  unaccustomed  to  thinking  of  counseling  and  peer  support 
as  a  service.   So  what  I  saw  were  crips  hanging  out  and  talking  to 
people  on  the  phone  and  joking  around. 

I  knew  that  they  were  doing  advocacy.   I  knew  that  they  were 
calling.   You  know,  I  knew  they  were  responding  on  the  federal 
level  and  the  local  level,  writing  letters  to  their  congressmen  or 
calling  people  up,  that  kind  of  thing.   So  they  were  doing  that 
right  away. 

When  I  decided  to  do  the  brochure,  Ed  told  me  that  there 
were  lots  of  photographs  around.   I  had  to  go  see  Jan.   I  ran  up 
against  Jan.   Jan  immediately,  I  felt,  disliked  me.   It  didn't 
take  very  long  for  her  to  ask  me  what  1  was  doing  in  CIL.   I  was 
startled  by  the  question.   She  said  to  me  that  those  of  us  who 
were  there  were  there  because  we  had  to  be  at  CIL;  there  was  no 
place  else  they  could  be;  but  I  could  go  anywhere. 

O'Hara:   That  was  because  they  were  disabled? 

Leon:     Yes.   I  didn't  have  an  answer  for  her.   I  think  what  prompted  the 
statement  from  her  was  when  I  said  I  thought  we  needed  a  mirror  in 
the  rest  room.   She  took  that  to  be  like  I  need  a  mirror  because  I 
want  to  put  on  makeup,  and  she  can't  see  herself  or  something. 
But  that  was  the  first  hostility  I  ran  up  against  in  terms  of 
being  a  nondisabled  person.   But  I  let  it  roll  off  me.   Just 
decided  I'd  work  with  her  and  not  be  too  bothered  by  that.   But  I 
can't  imagine  she  was  working  on  The  Independent  back  then  on 
University  Avenue.   But  I  don't  know  what  she  was  doing  at  that 
time. 

I  remember  Phil  being  on  the  phone,  and  I  remember  Greg 
being  on  the  phone. 

O'Hara:   Greg  Sanders? 

Leon:    Yes.   I  remember  Herb  Willsmore  being  around.   I  think  Herb  was 
doing  some  stuff  around  housing,  though  I  really  am  not  sure.   I 
went  and  I  did  the  brochure.   I  thought  I  did  a  really  nice  little 
brochure.   But  then  I  had  done  all  these  brochures  for  the  Dooley 
Foundation,  so  I  knew  how  to  do  it. 

O'Hara:   What  did  the  brochure  say? 

Leon:    On  the  cover  it  had  a  photograph  of  someone  in  a  push  chair 

getting  on  BART.   It  actually  was  someone  from  Washington  who  I 
didn't  know.   They  had  the  photograph,  and  there  had  been  a  tour 
of  BART.   The  brochure  was  just  a  basic  thing  about  independent 
living  and  people  with  disabilities,  and  then  something  about  how 
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disabled  people  know  what  they  need  better  than  others  know  what 
they  need,  and  then  the  basic  services:  advocacy  and  a  few  other 
things.  I  can  go  home  and  see  if  I  have  a  copy. 

O'Hara:   Well,  the  reason  I  ask  is  because  1  think  there's  a  common 

impression  that  there  were  services  other  than  advocacy  right  from 
the  beginning.   It  seems  that  maybe  there  really  weren't! 

Leon:     It's  not  fair  to  base  anything  on  what  1  remember  because,  you 

see,  they  told  me  there  were  services.   I  know  they  told  me  that 
there  was  attendant  referral  and  housing.   But  I  didn't  see  it?   I 
believed  them,  but  I  didn't  see  it.   You  know,  I  didn't  know 
whether  there  was  any  work  going  on.   I  knew  that  what  they  wanted 
to  do  was  important  and  that  I  wanted  to  help  them  do  it.   I  was 
delighted  with  Ed's  adventurousness  in  terms  of  development.   You 
know,  he  thought  we  could  go  anywhere  looking  for  money,  and  I 
certainly  agreed  with  that.   That  was  my  idea  of  fun. 

O'Hara:   Did,  in  fact,  the  San  Francisco  Foundation  respond  with  money? 

Leon:     Yes,  they  gave  us  the  first  grant. 

O'Hara:   Who  was  the  person  at  San  Francisco  Foundation  at  that  time? 

Leon:    Well,  the  director  was  John  Mays,  and  the  program  officer  was  a 
person  of  color,  a  young  guy  whose  name  I  don't  remember. 

O'Hara:   Not  necessarily  someone  who  became  a  friend  of  CIL. 
Leon:     No,  no.   That  was  before  Martin  Paley. 

O'Hara:   So  Ed  really  sold  you  on  CIL. 

\ 
Leon:     Phil  was  not  as  articulate,  and  he  seemed  shy.   Nancy  D'Angelo 

didn't  talk  much,  either.   Herb  and  Don  Berry  were  very  quiet.   I 
guess  I'm  shy,  too.   But  Ed  talked  a  blue  streak.   I  was  very 
interested.   I  didn't  know  anything  about  it,  so  I  had  a  lot  to 
learn,  and  I  couldn't  write  about  it  very  well  unless--!  believed 
he  couldn't  write.   It  was  obvious  he  couldn't  write.   There  was 
no  such  thing  as  Dragon  Dictate  in  those  days,  right?  He  also 
didn't  speak  in  sentences.   Which  I  think  had  something  to  do  with 
the  iron  lung.   Not  with  the  iron  lung,  the  respirator  in  his 
mouth.   But  he  still  spoke  very  eloquently,  and  I  could  take  it 
and  weave  it  into—and  I  understood  what  he  was  driving  at--so  I 
could  understand  the  point  he  was  trying  to  make.   I  could  work 
with  it.   I  could  understand  it  in  my  guts,  so  I  could  work  with 
it.   So  it  was  really  easy  to  do,  and  it  was  exciting. 
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My  sense  at  the  time,  Sue,  was  that  the  people  would  get 
together  and  talk  about  a  problem,  and  then  we'd  talk  about  a  way 
to  deal  with  it.   Then  I'd  write  a  proposal  [chuckling],  and  then 
we'd  get  it  funded.   I  wonder  if  I  can  remember  the  earliest 
proposals.   I  think  we  went  to  Zellerbach  right  away  and  wrote  a 
proposal  for  them.   I  think  we  got  some  money  out  of  van  Loben 
Sels  Foundation. 

I  remember  making  the  first  visit  to  the  Bank  of  America 
Foundation,  but  I  didn't  make  it  with  Ed. 

O'Hara:   Did  you  usually  go  with  Ed? 
Leon:     I  went  to  all  of  them. 
O'Hara:   With  Ed? 

Leon:     Yes.   I  never  went  alone.   Ed  and  I  would  go  and  visit 
foundations. 

O'Hara:   How  did  that  go?   What  role  did  you  each  play  in  this? 

Leon:    He  started  it,  and  he  would  start  talking.   The  funny  thing  was  he 
would  use  his  wheelchair.   He'd  come  in,  and  the  person  we  had 
come  to  see  was  usually--!  could  watch  their  eyes  go  immediately 
to  the  wheelchair.   Then  he'd  lower  his  feet  up  and  down. 
Sometimes  he  would  flick  his  light  on.   He  would  push  this  thing 
back.   He  would  play  with  it.   It  would  just  mesmerize  someone. 
He  would  talk  about  his  being  so  severely  disabled,  and  what  it 
meant,  and  how  the  university  put  him  in  Cowell  Hospital  and  that 
there  was  no  reason  why  he  needed  to  be  in  a  hospital,  and  how  he 
wanted  to  be  out.   You  know,  wanted  to  live  in  the  community. 
He'd  talk  about  the  other  people  in  Cowell  Hospital,  the  other 
disabled  people. 

He  early  on  talked  about  why  he  got  an  electric  wheelchair 
because  he  fell  in  love.   Who  she  was,  I  have  no  idea. 

O'Hara:   And  they  rode  off  into  the  sunset! 

Leon:    Well,  I  remember  when  he  got  his  new  electric  wheelchair  here  on 

Eton,  the  new  chair  from  Stanford.   He  was  having  a  terrible  time. 
He  was  trying  to  operate  the  switches,  was  hitting  the  wall,  and 
he  was  afraid  of  it.   I  think  it  was  Mary  [Lester]  couldn't 
believe  me  when  I  said  that  Ed  was  afraid  of  his  new  chair. 
Because  she  really  bought  that  story.   [laughing]   About  how  Ed's 
girlfriend  jumped  into  his  lap  and  they  went  off.   I'm  sure  it 
didn't  happen  that  way. 


O'Hara:   Is  this  the  same  chair?  No,  you're  talking  about  on  Eton,  when  he 
was  getting  his  second  chair,  or  third. 

Leon:    Actually,  I  think,  you  know,  he  didn't  have  very  many  chairs.   I 
think  this  was  his  third  chair.   But  that  tall  red  chair  was  his 
first  chair.   That's  what  he  had  when  we  were  at  University 
Avenue . 

O'Hara:   We  were  talking  about  the  interviews.   He  would  be  talking  about -- 

Leon:     Yes. 

O'Hara:   --other  people  with  disabilities  around  town. 

Leon:     He'd  almost  never  get  off  the  topic  of  Ed  and  his  disability  and 
how  people  saw  him  as  more  limited  and  how  difficult  it  was  for 
him  to  get  out,  and  if  he  could  get  out,  he  could  be  like  everyone 
else.   He  spoke  very  little  about  what  CIL  does.   He  really  based 
most  of  his  pitches  on  his  personal  story. 

Then  I  would  often  pop  up  and  describe  the  program  that  we 
wanted  the  money  for  and  what  we  were  going  to  do.   Then  Ed  would 
take  it.   Our  pattern  was  that  I  would  start  it  and  he'd  pick  it 
up  and  take  it,  and  then,  when  he'd  pause,  I'd  pick  it  up.   It  was 
not  something  that  we  agreed  on  beforehand,  but  I  knew  it  was  my 
job  to  make  sure  that  the  message  got  across,  and  also  that  we'd 
close  the  meeting,  that  the  meeting  had  a  resolution.   That  was  my 
job.   It  was  my  job  to  write  it  up  afterward  and  to  put  the 
proposal  in. 

O'Hara:   And  people  listened. 

Leon:    People  listened.   People  were  fascinated.   They  didn't  know  what 
they  could  do.   They  didn't  know  whether"  it  would  work,  but  they 
were  fascinated.   We  weren't  asking  for  large  amounts  of  money. 
We  were  asking  for  small  amounts  of  money.   We  were  raising  little 
bits.   You  know,  $5,000,  $10,000.   That  was  ample.   Everybody  was 
living  on  their  disability  benefits;  everybody  was  using  their 
attendants.   Phil's  attendant  was  keeping  the  books.   What  books 
they  kept.   I  don't  know  if  they  kept  books!   They  were  writing 
checks.   Mary  will  tell  you.   It  was  only  after  we  had  gone  on  to 
Telegraph  Avenue  that  it  became  a  disaster  that  there  were  no 
books.   We  had  to  get  rid  of  the  accountant. 

O'Hara:   After  you  wrote  the  brochure,  then  were  you  a  regular  employee? 

Leon:    Yes.   I  was  working  part-time,  and  I  would  just  go  there  part  of 

every  day.   I  would  go  wherever  Ed  went.  We  would  go  to  meetings. 
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O'Hara:   What  was  a  typical  day? 

Leon:    I  don't  know  if  I  can  remember.   I  can  remember  the  day  when  Fred 
Collignon  came  over.   I  guess  a  typical  day  would  be  Ed  and  I 
spending  our  time  talking  about  the  new  programs.   He  was  very 
interested  in  starting  new  programs,  or  adding  programs.   I  think 
Phil  was  in  charge  of  doing  the  work  on  the  existing  program.  As 
I  said,  I  didn't  have  much  contact  with  Phil.   Except  he  was 
always  at  the  next  desk  or  something. 

We  would  talk  together  and  with  other  people  who  came  in 
about,  oh,  the  need  for  peer  counseling  and  how  hard  it  was  to 
train  someone  to  be  a  peer  counselor.   How  we  needed  to  be  able  to 
hire  people  to  do  this.   We  couldn't  figure  out  what  it  was.   It 
was  troubling  because  it  wasn't  just  a  crip  talking  to  a  crip; 
there  had  to  be  more  to  it  than  that.   But  that  was  what  they 
wanted  to  do.   They  wanted  to  have  crips  talk  to  crips. 

In  the  early  days  of  CIL,  people  would  hang  out  in  the 
office,  people  who  needed  services,  crips  who  came  in  and  would 
just  hang  out  in  the  office.   Ed  would  say,  well,  it's  peer  group 
doing  peer  counseling. 

O'Hara:   Was  that  at  University  still? 

Leon:     Yes.   It  was  hard  to  understand.   We  would  go  around  in  circles 
trying  to  write  a  proposal  on  peer  counseling,  but  I  could  never 
get  a  handle  on  what  it  was,  and  I  would  say,  "If  I  don't 
understand  it,  I  can't  write  it."  I  couldn't  understand  it. 
Eventually,  I  wrote  a  proposal.   The  first  federal  grant  proposal 
that  CIL  sent  in,  I  wrote  on  peer  counseling,  and  we  got  that 
grant.   That's  when  Hal  Kirshbaum  came  in.   That  was  University 
Avenue.   But  it  took  a  while  to  write  that. 

I  would  go  in  and  sit  and  talk  with  Ed  and  there  would  be 
appointments,  and  we'd  go  off  on  appointments,  and  we'd  either  see 
someone  or  I  would  set  up  appointments,  or  we'd  figure  out 
appointments  to  go  after.   It  might  be  calling  Phil  Burton,  or  it 
would  be  calling  someone  from  a  foundation,  or  it  would  be  going 
up  to  see  someone  at  the  university.   It  would  all  be  around 
trying  to  get  money  for  CIL  and  trying  to  address  CIL's  advocacy 
needs. 

O'Hara:   When  you  were  talking  about  this  peer  counseling  and  trying  to 

define  it,  I'm  interested  in  the  face  that  CIL  put  on  its  project. 
I  mean,  was  there  a  certain  kind  of  strategy?  The  strategy  of 
presentation  of  the  program. 
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Leon: 


O'Hara: 
Leon: 


O'Hara: 


Leon: 


The  only  strategy  that  I  was  aware  of  was  people  talking  about 
their  personal  experiences.   That  was  the  strategy  that  Ed  used 
and  other  people  used  until  we  started  WID  [World  Institute  on 
Disability].   But,  you  know,  the  personal  stories  were  very 
interesting.   They  were  very  interesting  if  you  paused  to  listen. 

And  those  were  genuine,  the  personal  story. 

Yes,  and  they  were  horrible.   I  felt  a  real  affinity  for  it.  As 
you  can  gather  from  my  own  personal  history,  I  always  felt  as 
though  I  was  an  outsider,  that  I  was  always  shy.   I  always  felt 
inept.   I  grew  up  thinking  I  was  unacceptable  or  a  little  ugly  and 
I  felt  as  though  it  was  hard  for  me  to  compete.   1  felt  different 
from  my  peer  group.   It  may  in  part  have  been  that  I  was  Catholic 
growing  up  in  a  Jewish  neighborhood  when  I  was  young. 

I  think  it  had  an  awful  lot  to  do  with  my  mother's  severe 
isolation  of  her  own  that  she  tended  to  try  to  impose  on  her 
children.   I  think  my  mother  has  tremendous  insecurities,  to  this 
day,  and  doesn't  like  strangers.   Is  afraid  people  are  talking 
about  her.   But  anyway,  I  was  in  therapy  with  the  anorexia  for 
quite  a  while  when  I  was  a  teenager.   Then,  after  I  was  married,  I 
was  in  therapy  for  quite  a  while.   I  had  anxieties.   I  felt 
different . 

When  I  got  to  California  and  worked  with  the  Dooley 
Foundation,  it  was  apparent  to  me  that  I  could  go  in  and  sell 
myself  to  what  was  a  good  job.   I  was  director  of  PR  and 
development.   It  was  a  relatively  important  job.   So  I  think  I 
knew  that  I  could  put  myself  out  there,  and  I  could  survive  or  I 
could  achieve.   But  I  was  uncomfortable  out  there,  and  I  would 
return  to  my  alternative  lifestyle  where  I  was  comfortable.   And  I 


was  comfortable  at  CIL. 
folks. 


I  was  very  comfortable  with  Ed  and  those 


And  you're  making  the  obvious  point,  they  also  felt  different, 
kind  of  on  the  outside? 

I  never  questioned  why  I  was  there  or  why  I  was  doing  it.   I  felt 
as  though  I  belonged  there.   I  was  aware  that  people  teased  me 
about  being  their  token  walkie  on  University  Avenue.   That  was  one 
of  the  early  jokes  when  I  was  a  token  walkie.   But  I  didn't  mind. 
I  thought,  They  don't  know  what  I  have  inside  [chuckling]  and  what 
I've  been  through  or  what  my  personal  demons  are.   I  would  exclaim 
to  my  friends  that  I'd  never  met  such  optimistic  and  hopeful  and 
happy,  positive  people  as  Ed. 
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O'Hara:  That  is  something  I  wanted  to  ask  about.  I  think  we've  come  to 
the  end  of  this  tape,  but  I  think  we  need  to  talk  about  that  in 
more  detail  later,  about  the  optimism. 

Leon:    Well,  okay. 

[Interview  2:  January  28,  1998]  it 

O'Hara:   You  said  you  were  thinking  some  more  about  a  typical  day,  and  I'd 
be  interested  in  what  you  were  thinking. 

Leon:    Well,  I  realized  that  Ed  and  I  developed  a  pattern  that  we  were  to 
follow  for  all  the  years  that  we  worked  together.   Basically,  we 
would  sit  down  and  start  talking  about  either  what  mail  had  come 
in  or  what  issue  had  come  up.   It  was  really  an  unstructured 
discussion  that  would  lead  itself  to  the  primary  topics  that  were 
either  on  his  mind  or  on  my  mind.   Then  we'd  work  on  those  topics. 
If  we  could  decide  on  something  to  do,  we  would.   If  we  didn't,  it 
would  get  shelved  for  another  day. 

But  we  did  a  lot  of  brainstorming  about  who  would  fund  this 
and  if  we  could  do  that  and  who  we'd  talk  to  about  doing  this.   An 
awful  lot  of  the  time  was  spent  talking  about  program  ideas  and 
where  you  might  be  able  to  find  someone  to  support  it.   If  we 
didn't  talk  about  that,  we  were  always  talking  about  advocacy 
issues.   They  were  pretty  much  the  same  issues.   You  know,  it  was 
the  Social  Security  Disability  stuff  and  the  IHSS  [In-Home 
Supportive  Services]  stuff.   It  really  wasn't  too  much  about 
transportation  or  housing  or  education.   The  rehab  stuff. 

I  used  to  attend  the  meetings  with  him,  and  we  would  talk 
about  things  that  happened  at  the  meetings,  afterward.   We  would 
decide  what  was  the  next  thing  to  do.   It  sounds  like  there  was  a 
lot  of  easy-going  down  time,  but  that  really  was  the  way  that  we 
worked  together. 

O'Hara:   And  these  meetings  were  meetings  with  benefit  agencies?   Is  that 
what  you're  talking  about? 

Leon:     No. 

O'Hara:   You'd  attend  meetings  together? 

Leon:    Oh,  yes.   I  guess  the  meetings  we'd  attend  with  other  people  would 
be  with  politicians  or  government  agencies.   But  we  spent  a  lot  of 
time,  just  the  two  of  us,  talking  about  things  and  going  for  walks 
and  talking  about  things  and  deciding  what  to  do.   My  time  was 
spent  sort  of  developing  the  beginnings  of  different  proposals, 
based  on  what  he  was  thinking.   I  would  be  interviewing  him  and 
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pressing  him  for  what  he  was  thinking  of  doing,  what  he  wanted  to 
do,  and  why,  and  whether  it  would  work.   That  was  the  way  we  did 
it. 

I  would  also  try  to  organize  his  thoughts.   I  would  outline 
his  speeches  and  prompt  him  on  things  that  he'd  say,  at  meetings, 
in  order  to  get  some  outcomes.   I  did  not  tell  him  what  to  do,  nor 
did  I  criticize  his  delivery  or  the  way  he  presented.   But  I  would 
try  to  prompt  him  to  get  across  what  I  thought  needed  to  be  gotten 
across . 

It  sounds  like  next  to  nothing,  but  I  really  just  think  that 
was  the  way  we  interacted. 

O'Hara:   I  don't  think  it  sounds  like  nothing. 

Leon:     I  used  to  go  over  to  his  house,  at  his  mom's  house  on  Ward  Street, 
and  he'd  be  in  the  tank  and  we'd  work  on  stuff.   I'd  tell  him 
things  to  read,  and  we'd  discuss  things,  or  I'd  go  over  and  tell 
him  there  were  phone  calls  we  needed  to  make,  and  we'd  make  these 
phone  calls  together.   They  were  usually  around  advocacy  or 
fundraising.   Both  of  us  got  a  great  kick  out  of  trying  to  raise 
funds  for  the  things  that  we  felt  CIL  should  do.   So  it  was  always 
getting  on  the  phone  and  seeing  who  we  could  talk  to  and  whether 
they  would  be  interested. 

O'Hara:   And  that's  basically  how  CIL  grew  then? 

Leon:    Well,  CIL  grew  by  funding  sources  appearing.   I  saw  Herb  Leibowitz 
the  other  night,  and  Herb  said  that  he  had  first  come  to  CIL  when 
they  were  on  Durant?  Or  wherever  they  were,  in  the  apartment, 
when  Larry  Biscamp  was  in  charge.   Herb  was  in  charge  of  training 
grants  for  the  rehabilitation  services  administration  in 
Washington.   But  I  know  that  he  came  into  CIL  one  day,  and  he  told 
me  that  there  was  an  RFP  [Request  for  Proposal]  for  people  who 
were  too  severely  disabled  to  be  helped  by  voc  rehab.   I  had  never 
looked  at  a  federal  RFP  before,  and  so  I  decided  that  we  would  go 
after  this.   It  was  large.   For  CIL,  it  was  maybe,  like,  $300,000 
a  year  for  three  years.   It  was  really  quite  large,  for  CIL. 

We  wanted  to  go  after  it  to  train  people  to  be  peer 
counselors.   There  was  such  a  tremendous  debate  in  CIL  at  the  time 
about  what  a  peer  counselor  was  and  what  kind  of  credentials  a 
peer  counselor  needed  to  have.   There  was  no  clarity  about  it 
whatsoever.   They  thought  it  needed  to  be  somebody  who  was 
disabled,  period.   There  were  anti-professionals.   But  nothing 
else.   You  couldn't  go  after  a  federal  grant  on  such  vague 
grounds,  so  we  had  to  try  to  hammer  out  how  you  could  prepare 
someone  to  be  a  peer  counselor. 
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Herb  helped  me  write  that  grant. 
O'Hara:   Was  he  employed  by  C1L? 

Leon:     Oh,  no,  no,  no.   He  worked  for  the  feds,  but  he  would  come  over 
and  review  it  and  look  at  it  and  tell  me  it  wasn't  enough 
information.   There  was  a  real  problem  about  the  level  of  training 
you  would  need,  and  so  we  decided  that  we  would  develop  a  training 
course.   We'd  take  people  who  were  experienced  in  peer  counseling 
and  have  them  train  other  people,  and  we  would  use  sort  of 
psychology  techniques  or  some  elements  of  psychology. 

Anyway,  we  got  that  grant,  and  that's  when  we  brought  in 
Peter  Leech  and  Hal  Kirshbaum  and  a  number  of  the  other  people. 
We  got  that  grant  when  we  were  still  on  University  Avenue.   That's 
also  when  Fred  Collignon  came  in  and  Sue  Stoddard.   I  think  we 
called  upon  Fred  because  we  needed  to  do  an  evaluation  for  the 
project.   I  don't  really  know  why  Fred  was  hovering  around,  but  he 
was  someone  that  Ed  knew.   He  came  in  and  he  brought  this  graduate 
student  of  his,  Sue  Stoddard.   She  was  going  to  do  the  evaluation 
as  part  of  her  Ph.D.  work. 

You  know,  people  like  Fred  and  Sue  treated  CIL  very 
gingerly.   They  were  really  reluctant  to  say,  "You  can't  do  it 
this  way!"  or  "There's  no  substance  to  this!" 

O'Hara:   Why?   Why  gingerly? 

Leon:     1  don't  know.   I  was  troubled  by  it  because  1  thought  they  were 

humoring  us.   I  could  see  that  it  was  full  of  holes.   I  think  that 
they  were  trying  to  protect  its  creativity,  and  because  they  felt 
that  maybe  there  were  new  approaches  that  needed  to  have  a  chance 
to  be  tried.   I  think  that  they  were  much  more  adventurous  than  I 
normally  give  them  credit  for.   Because,  as  I  said,  there  really 
was  very  little  criteria  on  what  makes  someone  a  good  peer 
counselor. 

O'Hara:   When  you  say  you  decided  that  you  would  use  or  employ  experienced 
peer  counselors,  who,  not  by  name,  but  what  did  that  mean,  to  be 
an  experienced  peer  counselor? 

Leon:    Well,  it's  true.   Okay,  there  were  a  few  people  around  CIL  who  did 
some  peer  counseling.   I'm  not  sure  I  remember  their  names.   I 
guess  Peter  Leech  and  Hal  both  had  psychology  degrees. 

O'Hara:   And  they  both  had  disabilities. 

Leon:    And  they  both  had  severe  disabilities.   I  don't  know  where  Hal 

came  from,  but  I  think  Hal  was  from  the  community.   I  think  he  was 
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around.   I  really  don't  even  know  if  he  was  hanging  around  before 
the  grant  came  in.   We  picked  about  eight  people  that  we  were 
going  to  train.   The  only  thing  we  were  going  to  do  for  the 
federal  grant  was  that  we  were  going  to  get  clients  to  rehab  who 
were  previously  considered  too  severely  disabled  to  be  rehabbed. 
We  were  going  to  show  that  we  could  rehab  them  and  that  they  could 
find  jobs,  that  they  could  be  rehabilitated. 

O'Hara:   So  rehabbing  meant  finding  jobs. 

Leon:    Yes,  yes,  yes.   You  know,  you'll  have  to  look  at  the  files  of  the 
project.   Sue  Stoddard  could  help  you.   The  project  was  a  three- 
year  project.   It  certainly  trained  some  people  in  counseling.   It 
certainly  expanded  the  number  of  people  who  felt  comfortable 
sitting  down  with  somebody  and  talking  to  them  about  their 
personal  problems.   As  far  as  I  know,  it  didn't  have  a  very  high 
success  quotient  in  rehabbing  people  to  become  employed.   Because 
it  was  hard  to  find  jobs  for  people  who  were  that  severely 
disabled.   There  were  many  things  that  people  needed,  more  than 
they  needed  jobs.   So  the  experience  that  we  had  at  CIL  with  them 
was  that  we  were  addressing  the  other  needs. 

It  became  clear  that  there  were  basic  needs,  and  now  we  call 
them  independent  living  needs- -but  I  don't  know  if  we  called  it 
that  at  the  time  —  that  are  really  so  much  more  important  than 
employment,  at  least  to  the  person  when  they're  dealing  with  their 
disability. 

We  used  to  say  that  it  took  an  average  person  about  five 
years  to  get  used  to  their  disability  when  the  disability  was  a 
result  of  an  injury.   By  the  time  we  were  on  Telegraph  Avenue,  we 
were  seeing  people  start  to  gain  control  of  their  lives  in  about  a 
year.   We  would  joke  about  it.   I  think  we  were  just  beginning  to 
realize  what  it  was  in  terms  of  support  &nd  counseling  that  people 
needed  to  move  into  more  independent,  economically  self- 
sustaining-- 

O'Hara:   You  mean  emotional  support? 

Leon:    Emotional  support  and  also,  oh,  I  still  see  it  today.   People  need 
a  huge  amount  of  support  in  helping  them  understand  how  to  handle 
all  their  needs,  how  to  get  their  needs  met,  so  that  they  can 
relax  and  just  understand  that  they  have  them  met.   It  was  a  much 
bigger  job  than  most  people  thought  it  would  be. 

O'Hara:   I  think  there  exists  an  evaluation  of  the  peer  counseling  grant, 
doesn't  there?   I  think  Ken  Stein  either  did  it  or  has  possession 
of  it? 
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Leon:     He  might  have  possession  of  it.   Sue  Stoddard  worked  on  it .   I 
know  that.  And  Barry  Ryan  worked  on  it. 

O'Hara:   On  the  evaluation? 

Leon:    He  worked  on  the  project.   I  think  Barry  ran  the  project. 

O'Hara:   And  that  was  because  you  wrote  a  grant  proposal  and  got  it. 

Leon:    Yes,  yes.   It  was  really  funny,  too,  because  I  had  written,  with 
Herb's  help,  I  had  written  a  fairly  tight  proposal.   Or  with 
Herb's  prodding,  I  wrote  a  proposal  that  had,  you  know,  goals, 
objectives  and  steps  and  criteria  that  we'd  use  and  outcomes  and 
outcome  measurements  and  all  that  sort  of  stuff.   It  was  really 
upsetting  to  me  to  see  how  far  it  actually  shifted  from  the 
proposal  to  the  reality. 

They  got  it  and  did  what  they  did.   The  people  who  we  hired 
to  implement  it  didn't  read  it  carefully  enough  and  didn't 
necessarily  buy  all  of  the  elements  and  wanted  to  do  it  slightly 
differently.   There  was  a  great  deal  of  autonomy  and 
decentralization  that  was  going  on.   You  know,  we  put  Peter  in 
charge.   I  remember  they  used  to  have  these  meetings  where  they'd 
have  eight  or  nine  people  around,  and  they'd  be  doing  peer 
counseling  training  on  University  Avenue. 

O'Hara:   Does  that  mean  that  this  grant  was  written  in  '73,  then? 
Leon:     No,  I  think  it  was  a  couple  of  years  after  that. 
O'Hara:   When  did  CIL  move  to  Telegraph  Avenue? 

Leon:  I  think  it  was  really  '74  that  it  was  written.  Well,  let's  see. 
When  I  was  there,  there  was  a  fire  on  the  third  floor,  and  I  was 
there  at  the  time  of  the  fire. 

O'Hara:   Down  on  University? 

Leon:     On  University.   Mary  was  there.   So  it  was  after  Mary  was  hired. 
Mary  was  hired  six  months  after  I  was  there.   It  was  in  the 
wheelchair  repair  shop,  I  think,  the  fire.   Then  the  police  chief 
in  Berkeley  carried  all  the  crips  down  the  stairs  and  said  that 
they  wanted  CIL  out  of  there.   People  went  up  on  the  roof.    I 
remember  we  used  to  sit  up  on  the  roof.   It  was  a  terribly 
dangerous  place.   It  really  was  a  match  box  and  totally 
inaccessible.   Not  a  terribly  great  elevator. 

O'Hara:   So  CIL  moved  soon  after  that? 
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Leon:    So  then  we  had  to  look  for  a  place  to  move  into.   Ed  and  I  went  to 
look  at  the  Berkeley  Bowl.   That  was  the  first  choice. 

O'Hara:   On  Shattuck. 

Leon:     On  Shattuck.   I  remember  walking  around,  thinking  about  what  we'd 
do  to  the  wood  floor  [chuckling].   Then  we  looked  at  the  British 
Motors  Building  that  was  on  Telegraph. 

O'Hara:   That  was  2539? 

Leon:    Yes.   It  looked  pretty  rough.   There  was  a  very  small  little 

automobile  showroom  in  the  front,  and  then  a  big  garage  in  the 
back  where  they  did  repairs  on  cars  and  then  a  big  parking  lot. 
It  was  crude.   It  really  didn't  look  like  it  was  going  to  be  much 
of  an  office.   But  at  first  we  didn't  use  much  of  the  back.   We 
just  used  the  front.   We  hired  Sally  Swanson  to  work  on  the 
interior.   There  was  very  little  money.   But  we  hired  Sally,  who 
is  a  local  architect  in  the  Bay  Area,  to  design  some  of  the  office 
space  in  the  front.   She's  kind  of  a  Berkeley  type. 

O'Hara:   Who  made  the  decision,  the  final  decision? 

Leon:     Oh,  Ed  did.   I'm  sure  he  went  to  the  board.   I  didn't  go  to  the 

board  meetings.   But  it  was  my  opinion  that  he  made  the  decisions. 
You  know,  I  knew  what  he  was  going  to  do  or  we  talked  about  what 
he  was  going  to  do,  and  then  invariably  it  happened.   They'd  do 
what  he  was  going  to  do. 

O'Hara:   Was  this  a  bigger  space  than  the  University  Avenue  space? 

Leon:     Oh,  yes,  yes,  yes.   It  was  a  much  better  space.   We  actually  could 
have  an  office  for  the  accountant,  the  federal  project  had  its  own 
office,  and  there  were  services.   It  was  the  first  time  that 
services  were  delineated.   Like,  you  know,  there  were  deaf 
services  someplace,  and  then  there  was  some  blind  services,  and 
then  the  attendant  services.   For  years,  there  was  very  little 
people  attached  to  the  services,  but  they  would  delineate  it. 
They  had  their  own  desk  space,  you  know?  Which  was  a  big 
difference.   Of  course,  there  was  a  receptionist  before. 

But  there  were  always  people  hanging  around.   One  of  the 
things  I  used  to  comment  about  was,  like,  why  did  people  hang 
around?  What  was  it  that  they  gained  from  hanging  around?   Should 
we  take  note  of  it?  Shouldn't  we  try  to  understand  what  the 
phenomenon  is  that's  going  on?  I  guess  we  decided  that  it  was 
peer  counseling,  I  guess. 
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But,  you  know,  before  we  moved  from  University  Avenue,  the 
state  Department  of  Rehab  [California  Department  of  Vocational 
Rehabilitation]  folk  came  over  to  visit  us.   They  were  down  the 
street  on  University  Avenue.   They  came  in,  just  nosing  around. 
You  know,  they  were  just  curious.   They  were  all  very  wary  about 
us  because  there  was  such  an  obvious  anti-professional  bias  about 
the  place.   They  were  the  rehab  counselors;  they  were  the  bad  guys 
or  the  bureaucrats. 


O'Hara:   Let  me  interrupt  you  on  that.  Why  were  they  seen  as  the  bad  guys? 
For  the  sake  of  future  historians. 

Leon:    Well,  almost  everybody  that  was  at  CIL  had  some  story  about  how 
the  rehab  counselor  had  either  limited  their  options  or  had  told 
them  they  were  too  disabled  to  work  or  they  were  too  disabled  to 
go  to  Cowell.   You  know,  Ed's  story  about  fighting  with  the  rehab 
counselor  to  get  into  Cowell.   Everyone  had  stories  like  that. 
Now,  they  may  not  all  have  been  totally  true  or  they  may  have  been 
exaggerated  a  little  or  there  may  have  been  good  reason  why  a 
counselor--f rom  a  counselor's  perspective,  who  is  dealing  with 
outcomes  and  who  is  dealing  in  a  very  proscribed  process--couldn' t 
help  them. 

But  there  was  a  very  strong  feeling  that  you  couldn't  allow 
your  life  to  be  controlled  by  these  professionals  and  that  the 
rehab  counselors  were  constantly  trying  to  control  your  life. 
Even  if  they  were  trying  to  do  something  good.   There  was  one 
counselor  they  liked,  and  that  was  Karen  Topp  Goodwyn. 

O'Hara:   Was  Karen  around  at  the  time  you're  talking  about,  when  they  went 
nosing  around? 

Leon:     The  ones  that  came  nosing  around  were  the  regional  office  people. 
Jim  Wigton  and  then  he  had  a  boss,  Norm  Evans.   They  came  over. 
Jim  Wigton  came  over  ostensibly  to  take  photographs  of  people.   He 
was  an  amateur  photographer.   We  would  ask  them  if  there  were 
grants  we  could  go  after  for  rehab,  and  he  said  no,  that  we 
weren't  serving  clients.   The  people  we  were  serving  were  too 
disabled;  they  weren't  clients,  and  we  weren't  providing  services 
that  would  lead  to  employment. 

That  was  the  issue,  I  think,  throughout  the  development  of 
the  independent  living  centers  was  that  the  system  didn't  think  we 
were  providing  services  that  were  related  to  employment.   While  we 
were  convinced  that  those  were  services  that  were  absolutely 
essential,  and  I'm  sure  that  has  proved  to  be  true.   But  they  were 
uninterested  in  getting  us  any  money  for  that. 


They  did  have  a  new  grant  authority  called  Innovation  and 
Expansion.   They  were  kind  of  curious  about  giving  us  one  of  the 
new  grants  to  design  a  better  wheelchair.   None  of  us  wanted  to 
design  a  better  wheelchair.   But  this  is  what  they  wanted  to  do. 
Everest  &  Jennings  had  what  was  then  considered  a  monopoly  on  the 
wheelchair  industry.   Jim  Wigton  said  that  he'd  give  us  this 
grant. 

So  I  wrote  the  proposal,  and  we  got  a  grant  to  get  a  lot  of 
consumer  input  into  the  design  and  modifications  to  the  design  of 
a  chair.   We  wrote  that  grant  while  we  were  on  University  Avenue, 
and  when  we  got  to  Telegraph  we  implemented  it.   But,  you  know, 
you  have  to  understand  that  with  Rehab  coming  over  and  saying 
there  was  nothing  that  we  were  doing  that  was  any  good  for  their 
clients—because  we  weren't  doing  employment-related  services-- 
that  if  the  feds  gave  us  this  grant  to  serve  people  that  were  too 
severely  disabled,  from  Rehab,  it  was  sort  of  like  our  first 
opportunity  to  show  that  there  was  something  good  that  we  could 
do. 

O'Hara:   You're  talking  about  the  peer  counseling? 

Leon:    Yes.   It  was  a  very  important  grant  for  that  reason.   The  problem 
the  grant  experienced  was  that  it  was  such  a  relatively  new  area, 
there  was  so  little  insight  into  what  we  were  doing  and  why.   You 
would  find  that  some  aspects  of  it  were  effective,  but  they  might 
not  be  the  aspects  you  expected  it  to  be.   So  under  pressure  from 
Herb,  I'd  write  objective  and  outcomes,  but  the  outcomes  were 
different.   So  I  know  that  after  the  grant  was  awarded,  we  had  a 
long  talk  about  how  we  wanted  to  evaluate  different  outcomes. 

O'Hara:   You're  talking  about  the  peer  counseling? 

Leon:     Yes.   And  that's  pretty  unusual  to  do  that  with  a  federal  grant. 
Usually,  the  standard  rule  is  you  follow  the  proposal.   But  that 
was  the  kind  of  environment  it  was.   People  didn't  know  what  they 
were  doing.   They  were  doing  something.   They  were  feeling  around 
in  the  dark. 

O'Hara:   Did  you  actually  ask  the  feds  if  you  could  evaluate  on  another 
basis? 

Leon:     No,  we  would  just  do  it.   Again,  there  was  always  that  feeling 
that  the  less  contact  you  had  with  the  feds,  the  better  it  was. 
They  were  not  to  be  trusted.   There  was  a  strong  feeling  about  not 
trusting  any  of  the  sources. 

When  we  got  to  Telegraph  Avenue,  we  set  up  Vince  Grippi  in 
the  wheelchair  design  shop  in  the  corner.   Vince  was  an  old  friend 
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of  my  family,  a  guy  from  the  College  of  Arts  and  Crafts  who  had 
had  a  strong  design  background  and  who  was  a  recovering  alcoholic, 
We  put  the  peer  counseling  program  on  the  other  side.   Phil 
continued  to  manage  the  day-to-day  services. 


Successful  Grant  Writing  and  Growth  of  Center  for  Independent 
Living  Services 


Leon:    CIL  really  began  to  grow  in  those  years.  We  started  to  write 
proposals  for  mobility  training. 

O'Hara:   For  blind  people? 

Leon:    For  blind  people,  a  little  grant  for  that.   It  was  difficult 

because  you  knew  you  were  getting  one-year  funds  and  you  didn't 
know  what  you'd  do  after  the  year  was  up.   There  was  always  that 
case  when  the  funding  was  gone  shortly  after  it  started.   Kitty 
[Cone]  and  Hale  [Zukas]  were  doing  their  public  affairs  stuff,  on 
Telegraph.   They  were  doing  the  ramps. 

O'Hara:   What  was  that? 

Leon:     I  guess  Hale  started  it,  but  then  Kitty,  and  Greg  Sanders  also, 

got  very  involved  in  getting  the  city  of  Berkeley  to  ramp  all  the 
intersections.   I  remember  they  were  complaining  about  Oakland. 
There  was  something  about  the  substructure,  something  about  what 
was  underneath  the  street,  some  reasons  why  you  couldn't  knock  out 
the  curb.   I  don't  really  know  what  it  was.   But  in  some  cases 
there  were  all  kinds  of  structural  problems.   But  Kitty,  and  Hale, 
and  Greg  were  the  advocacy  trio,  and  they  worked  on  the  ramps  and 
they  worked  on  the  SSI  [Supplemental  Security  Income],  SSDI 
[Social  Security  Disability  Income],  and  they  worked  on,  I  guess, 
transit  issues. 


O'Hara: 


O'Hara: 


Leon: 


Let  me  turn  this  tape. 
II 

CIL  expanded  even  further  at  the  Telegraph  address, 
of  that? 


Were  you  part 


Yes.   You  know,  there  was  always  talk  about  how  we  should  make 
money  off  of  the  durable  and  disposable  medical  equipment  that 
disabled  people  needed  such  a  lot  of.   There  was  lots  and  lots  of 
talk  about  it.   There  was  some  effort  to  look  into  doing 
dealerships,  and  it  was  something  that  Ed  was  pretty  interested 
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in.   It  didn't  materialize  into  anything.   We  decided  that  the 
manufacturers  did  not  want  CIL  to  be  a  distributor. 

O'Hara:   This  would  be  of  wheelchairs  or  van  modifications? 

Leon:    Yes,  wheelchairs,  but  also  all  kinds  of  assistive  devices.   We 

even  considered  disposable  medical  equipment  like  catheters.   But 
actually,  it  may  have  been  that  there  was  Just  no  one  at  CIL  that 
was  business -minded  enough  to  develop  it  because  I  think  they 
would  have  been  willing  to  do  it. 

I  think  it  was  Gene  Turitz  that  came  into  CIL  with  the  idea 
of  the  van  modification.   They  decided  that  Rehab  was  a  good 
source  of  funds  for  modifications,  that  they  would  just  do  it. 
They  had  all  the  space  because  they  had  the  British  Motors  lot,  so 
they  had  all  that  space. 

O'Hara:   You  mean  the  garage  bays  in  addition  to  the  main  building? 

Leon:  Yes,  not  the  property  across  the  street  but  the  property  on  the 
same  side  of  Telegraph  as  the  main  building.  They  had  all  that 
property. 

O'Hara:   Which  they  didn't  use,  rent  it  first,  and  then  did? 

Leon:    No.   They  would  store  things  in  there.   We  would  store  extra 

wheelchairs  and  stuff.   Then  they  did  wheelchair  repair  in  there, 
and  the  wheelchair  repair  just  seemed  to  expand  and  take  over. 
And  Vince  Grippi  was  in  there  with  his  wheelchair  design.   I  don't 
really  remember  when  they  started  on  the  van  modification,  but  it 
was  pretty  soon  after  they  got  to  Telegraph  Avenue.   I  think  it 
was  just  simply  a  matter  of  Gene  Turitz  and  another  guy,  who 
suggested  they  would  do  it. 

\ 

O'Hara:   When  you  say  "van  modification,"  what  do  you  mean  exactly? 

Leon:     They  would  put  Tommy  lifts  on  the  backs  of  vans. 

O'Hara:   So  people  in  wheelchairs  could  go  up  on  a  lift  into  their  van? 

Leon:    Yes.   I  don't  know  if  they  did  much  other  than  that.   I  don't  know 
how  broad  they  were.   They  had  a  very  big  shop.  Apparently,  they 
lost  money  on  it  and  they  had  a  real  tough  time.   Then  they'd  bill 
and  they  wouldn't  get  paid  right  away,  so  they  had  cashflow 
problems.   But  it  seemed  like  they  had  quite  a  bit  of  business, 
but  they  apparently  were  losing  money. 

Ed  and  I  went  to  see  a  guy  in  San  Francisco  whose  name  was 
Dan  Koshland.   Dan  was  in  his  eighties.   He  was  one  of  the 


37 


founders  of  Levi  Strauss.   Ed  had  met  him  because  he  had  gotten  to 
know  one  of  his  kids  who  was  at  UC  Berkeley  with  him.   We  went  to 
see  Dan  Koshland  and  told  him  about  CIL  and  what  we  were  trying  to 
do,  and  he  gave  us  a  van. 

O'Hara:   The  money  to  buy  one  or  he  handed  you  a  van? 

Leon:    Actually,  he  gave  us  a  van.   That  started  us  on  the  transportation 
services.   We  started  to  use  the  van  to  provide  transportation  for 
people  to  get  to  CIL.   Then  we  started  looking  for  money  for  other 
vans.   We  decided  we  were  going  to  run  a  transportation  business, 
and  then  we  hired  Ray  Uzeta,  who  was  disabled,  to  work  on  the 
transportation.   Ray  Uzeta  ran  the  project  even  though  he  had 
absolutely  no  experience  in  the  field. 

Ray  had  been  a  French  major  at  Cal.   But  then,  that  was  the 
case  with  most  employees,  they  had  to  figure  out  how  to  do  the 
jobs  they  were  given. 

We  got  the  transit  grant--!  don't  know  whether  we  got  it 
from  AC  Transit  or  MTC  [Metropolitan  Transportation  Commission] -- 
but  we  got  it  from  one  of  the  transit  authorities. 

O'Hara:  There  was  no  other  service  available  like  this? 

Leon:  No. 

O'Hara:  It  was  the  only  one  in  town? 

Leon:  Yes. 

O'Hara:  No  Paratransit? 

Leon:    No,  no  Paratransit.   We  eventually  had  at  least  two,  if  not  three 
vans.   I  think  we  bought  another  van.   I'm  not  sure  about  three, 
but  I  think  I  can  remember  two.   But  the  Dan  Koshland  van  got  old. 
I  can't  remember  why  he  gave  us  a  van.   He  was  a  very  old  man  and 
he  was  very  philosophical.   He  told  us  how  he  was  afraid  the  next 
generation  wasn't  going  to  be  as  philanthropic  as  his  generation, 
and  he  was  concerned  about  the  future.   But  he  wasn't  really 
generous.   He  just  gave  a  van. 

But  anyway,  we  got  this  contract  from  AC  Transit  to  provide 
these  transit  services. 

O'Hara:   You  got  a  contract  from  AC  Transit? 

Leon:     I'm  not  sure  if  it  was  AC  Transit  or  MTC,  but  we  had  a  contract. 
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O'Hara:   Did  they  feel  some  obligation  to  provide  accessible 
transportation? 

Leon:    There  must  have  been  an  RFP  that  came  out.   Must  have  been.   I 

don't  remember  it.  We  eventually  decided,  after  maybe  two  years, 
that  we  didn't  want  to  be  in  the  transit  business. 

O'Hara:   Was  it  well  used? 

Leon:    Yes,  yes.   I  think  it  was  well  used.   You  know,  it  was  like  any 

other  service.   People  complained  about  it  a  lot;  people  wanted  it 
running  on  time.  There  was  all  kinds  of  problems  with  the  tie- 
downs,  and  it  was  hard  to  find  good  drivers  and  all  kinds  of 
stuff.   It  was  a  scheduling  nightmare.   They  were  working  very 
hard  at  it,  and  they  decided  that  it  would  be  better  to  pressure 
the  city  for  accessible  transit  than  to  provide  our  own  transit. 
I  was  quite  surprised  that  CIL  got  out  of  the  transit  business 
because  there  wasn't  anything  available,  you  know? 

O'Hara:   And  did  the  city  start  something  rather  soon? 

Leon:     I  don't  think  it  did.   It  turns  out  that  there's  always  some  other 
group  that  comes  in  and  takes  up  the  slack.   But  I  think  the 
people  weren't  coming  to  CIL  that  much.   People  were  getting  their 
services  from  CIL  by  phone.   People  who  had  special  transit  needs 
--there  were  other  ways  to  meet  it--was  all  I  could  figure  out.   I 
don't  really  know.   You'll  have  to  ask  someone  else  about  it.   Of 
course,  the  ideal  person  would  be  Ray  Uzeta. 

O'Hara:   So  many  people  tended  to  live  very  near  CIL,  didn't  they?   I  mean, 
the  transportation  was  limited,  and  that  was  a  help  then,  it 
seemed. 


Leon:    Yes. 

O'Hara:   What  about  some  of  the  other  projects?   Did  they  start  during  your 
time  there,  like  the  computer  training  program,  or  the  KIDS 
project? 

Leon:    Well,  you  know,  that  came  after  Judy  [Heumann]  joined  CIL.   She 
came  in  just  about  a  year  after  we  got  on  Telegraph  Avenue.   She 
issued  in  a  new  period—the  Judy,  Phil,  and  Ed  period.   That  was 
also  the  time  when  we  got  our  first  accountant. 

O'Hara:   What  did  Judy  come  in  for?  How  did  she  get  there? 

Leon:     Ed  said  he  had  read  about  her  in  the  paper,  or  she  had  led  a 

demonstration  in  New  York  City  against  the  school  district  because 
they  wouldn't  allow  her  to  teach.   They  thought  she'd  be  a  fire 


O'Hara: 
Leon: 
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hazard  in  the  class  at  school  or  something.   She  staged  a 
demonstration  and  got  into  the  papers,  and  Ed  called  her  and 
invited  her  to  come  out  when  she  was  ready,  and  suggested  to  her 
that  she  might  like  to  go  to  UC  Berkeley  and  get  a  master's. 

So  she  pursued  that  idea,  and  she  came  out  and  went  to  the 
School  of  Public  Health  for  her  master's.   That  was  a  year.   Then 
after,  she  had  an  internship  in  Washington,  D.C.   She  came  to  CIL 
after  her  internship.  We  brought  her  on  as  a  kind  of  assistant 
director,  but  I  don't  remember  what  title  Phil  had  at  the  time. 
Ed  was  the  director,  and  I  don't  know  whether  Phil  was  the  head  of 
program- -maybe  he  was  the  head  of  services  or  something—director 
of  services. 

Judy  came  in  to  make  her  own  job,  which  is  what  everybody 
did  in  that  place.   You  made  your  own  job.   Or  you  came  in  looking 
for  something  to  do,  and  if  there  was  something  to  do,  you  dug  in 
and  did  it,  you  know?   She  started  to  do  the  typical  Judy  thing: 
she  started  to  get  involved  in  the  advocacy  stuff,  and  she  started 
to  pressure  for  new  programs.   She  wanted  to  do  something  for 
children.   She  was  really  concerned  about  legal  issues.   She  was 
very,  very  interested  in  some  European  and  Asian  stuff. 

That  was  also  the  time  we  first  got  our  first  visitors  from 
Japan. 

Around  '75  or  '76? 

Yes,  yes.   They  said  it  was  Mr.  Donut.   That's  what  they  said!   He 
gave  money  for  something  like  seven  or  eight  disabled  Japanese 
young  people  to  come  to  Berkeley. 


O'Hara:   Is  Donut  his  real  name? 


Leon:     That's  what-- 

O'Hara:   They  still  have  Mr.  Donut  programs  over  there. 

Leon:    Yes.   Atsuko  was  one  of  the  Japanese  young  people.   That's  where 
Michael  met  her.   1  think  Judy  helped  find  the  house  that  they 
moved  into.   It  was  an  accessible  house  in  Berkeley.   They  were  to 
do  an  internship  for  a  year.   They  would  spend  some  time  at  CIL 
and  some  time  doing  other  stuff.   One  of  the  things  our  Japanese 
contacts  wanted  us  to  do  was  to  test  some  Japanese  model 
wheelchairs.   They  sent  us  some  wheelchairs  which  were  perfectly 
ridiculous  to  test,  that  they  thought  they  could  develop  for  the 
western  market.   They  were  out  of  proportion  because  they  were 
trying  to  make  them  into  American  proportions. 


O'Hara:   You  mean  physical?   People's  size? 

Leon:    Yes.   The  chairs  were  big,  but  in  a  poorly  proportioned  way.   They 
just  sat  there  at  CIL.  Then  I  don't  know  in  what  order  it 
started.  As  Judy  was  doing  this,  it  was  just  about  the  time  that 
I  went  to  Sacramento,  so  it's  like  she  had  the  legal  services 
program  starting  up,  and  she  hired  Bob  Funk  and  Mary  Lou,  and  she 
had  the  KIDS  project,  and  they  all  went  over  to  the  garage.   They 
were  in  the  garage. 

O'Hara:  You  mean  across  the  street? 

Leon:  Yes. 

O'Hara:  That  garage. 

Leon:  Yes. 

O'Hara:  CJ's  garage. 

Leon:    Yes.   And  Jim  Pechen  was  there.   It  was  during  that  time  that  they 
got  their  first  VISTA  volunteers.   They  were  looking  for  disabled 
people  to  be  VISTA  volunteers.   There  was  always  a  tremendous 
problem  at  CIL  of  having  the  money  for  people  to  provide  services. 
People  were  paid  at  CIL  the  minimum  you  could  pay  them  in  order  to 
keep  their  disability  benefits,  so  they  managed  to  stretch  a  small 
amount  of  money  over  a  large  number  of  people.   But  there  still 
was  a  terrible  problem  of  trying  to  find  enough  money  to  pay 
people  to  provide  the  services,  like  attendant  referral  and  stuff 
like  that.   Something  like  VISTA  volunteers  was  an  approach  that 
they  would  try. 

O'Hara:   Were  some  things  easier  to  fund  than  others? 

Leon:    Well,  it  was  always  easier  to  fund  something  brand  new,  a  new 
idea.   So,  you  know,  you  could  fund  the  KIDS  project  the  first 
year  or  we  were  able  to  get  money,  like,  for  a  transportation 
issue  in  San  Francisco  or  to  react  to  an  issue.   The  hardest  thing 
was  to  try  to  figure  out  some  way  to  make  something  that  was  an 
ongoing  project  sound  like  a  new  project  in  order  to  raise  the 
funds  for  it. 

O'Hara:   How  did  the  KIDS  project  get  started? 

Leon:    I  really  don't  know.   I'll  have  to  ask  Judy  or  Mary,  maybe. 

O'Hara:   Well,  all  of  these  projects  brought  in  many  new  people  to  CIL,  so 
by  then  the  staff  was  very  large. 
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Leon:  Yes. 

O'Hara:  And  you  said  that  most  of  the  units  had  pretty  much  autonomy? 

Leon:  Yes. 

O'Hara:  Was  there  someone  coordinating  or  managing? 

Leon:    Phil  managed  things.   But  Phil  was  a  very  laissez-faire  manager. 
He  paid  bills,  and  he  tried  to  keep  the  disputes  down,  and  he 
generally  tried  to  support  people  and  support  what  they  wanted  to 
do.   I  always  thought  of  him  as  being  relatively  conservative  in 
comparison  to  Ed  and  less  risk  taking.   Also,  maybe  less 
ambitious.   You  know,  Ed  always  wanted  to  do  the  most  radical 
thing  he  could  think  of,  or  the  biggest  thing  he  could  think  of. 
Phil  really  preferred  to  do  what  you  could  figure  out  and  what  you 
could  accomplish  tomorrow,  and  that  was  the  way  Phil  liked  to  do 
it. 

Mary  started  to  work  very,  very  closely  with  Phil.   I  guess 
Mary  was  his  assistant. 

O'Hara:   You  said  that  CIL  wanted  to  get  out  of  the  transportation 
business,  how  was  that  decided?   To  get  out  of  a  program. 

Leon:    Well,  I  think  you  had  to  take  it  to  the  board.   CIL  had  a  consumer 
board.   I  always  thought  it  was  a  bit  of  scandal  how  restricted 
CIL  kept  its  membership.   It  certainly  didn't  advertise  or 
encourage  people  in  any  way  to  become  members.   Once  a  year  it 
would  elect  the  board,  the  membership.   I  don't  remember  ever 
seeing  a  membership  form  in  The  Independent  or  anything  like  that. 

I  remember  what  happened  when  I  was  there.   There  was  some 
turmoil  among  people  with  a  history  of  mental  illness,  saying  the 
CIL  didn't  serve  them.   It  was  Howie  the  Harp  and  a  couple  of 
other  people.   Howie  got  a  number  of  people  to  sign  up  to  be  on 
the  membership,  to  join  the  CIL.   Then  there  would  be  a  board 
meeting,  and  they'd  elect  board  members,  and  there  would  be  quite 
a  bit  of  turmoil  and  acrimony  between  different  people  running  for 
the  board.   There  were  really  different  attitudes  toward  what  CIL 
should  be  doing. 

And  attitudes  towards  the  mentally  retarded,  and  especially 
the  mentally  ill  and  the  mentally  retarded.   It  wasn't  until  I  got 
to  Rehab  that  we  did  a  study  of  independent  living  centers,  and  we 
found  that  independent  living  centers  were  indeed  dominated  by 
white  male  paraplegics.   But  it  was.   It  really  was.   CIL  was 
dominated  by  white  male  paraplegics  in  the  early  days. 


O'Hara:   Any  reason? 

Leon:    I  think  they  were  the  ones  that  were  attracted  to  the  services.   I 
think  they  came  by  word-of -mouth.   I  think  they  benefitted  from 
the  attendant  referral  and  the  curb  ramps  and  a  number  of  the 
things.   I  think  the  disabled  students'  program  was  a  big  factor. 
It  was  the  visibility  of  the  wheelchairs  at  the  campus  and  at 
PDSP.   Frankly,  you  know,  disability  is  much  more  prevalent  among 
young  white  males. 

O'Hara:   Physical  disability? 

Leon:    Physical  disability.   Because  they  have  all  these  injuries  from 
athletic  accidents  and  stuff.   I  think  the  other  factor  may  have 
been  that  they  had  higher  expectations,  so  they'd  come  looking  for 
something  that  would  help  them. 

O'Hara:   Higher  expectations  than  someone-- 

Leon:    Who's  a  minority  or  who  has  a  congenital  disability?   So  there 
were  a  lot  of  people  who  were  disabled  as  a  result  of  injury  at 
CIL  in  the  early  days.   I  always  used  to  talk  about  the  hierarchy 
of  disability  at  CIL. 

O'Hara:   What  was  that? 

Leon:    It  was  apparent  to  me--and  it  really  was—that,  there  were  the 

easier  to  serve  disabilities,  and  it  was  the  more  clear- thinking, 
ambitious  and  harder-working  paras  at  the  top,  you  know?  Then 
you'd  go  down,  and  as  you  got  further  down,  you  got  to  people  who 
had  voice  impairments  and  other  kinds  of  gait  problems  or  other 
kinds  of  problems. 

Then  there  were  the  less  attractive  people,  the  burn 
victims,  but  the  bottom  of  the  hierarchy  would  be  people  with  a 
history  of  mental  illness  because  they  were  the  most  difficult  to 
serve.   You  know,  if  you  had  someone  who  was  manic  depressive  and 
going  through  a  manic  phase  while  they're  working  at  CIL,  it's 
disruptive.   You  don't  know  what  to  do  with  it.   So  there  was  that 
kind  of  thing. 

It  was  easier  to  take  a  really  attractive  crip,  like  a 
Shelly  Bergum,  than  it  was  to  take  someone  who,  really,  the 
general  public  wouldn't  relate  to. 

O'Hara:   Who  are  we  saying  found  this  easier?  The  organization  as  a  whole? 

Leon:    Well,  at  CIL,  there  was  a  fair  amount  of  decentralization,  so  it 
is  hard  to  say.  What  I  am  speaking  of  here  is  my  perception  that 
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O'Hara: 

Leon: 

O'Hara: 

Leon: 

O'Hara: 

Leon: 


this  was  happening.   I  can't  really  say  why  except  that  the  people 
at  CIL  had  some  of  the  same  attitudes  and  prejudices  as  the 
general  public  —  at  least  some  of  them  did. 

There  was  a  group  at  CIL  that  thought  it  was  all  a  commune. 
They  were  the  wheelchair  repair  folks  and  all  that.   These  were 
people  that  tended  to  socialize  together,  work  together,  and  share 
decision-making.   Then  there  was  the  more  hierarchically-minded 
group  that  had  power  and  used  power.   There  was  always  a  conflict 
between  the  two  groups . 

Then  there  would  be  the  board,  and  the  board  would  change 
slightly  as  the  membership  changed;  and  as  the  membership  changed, 
it  would  change  because  a  certain  group  wanted  power  and  didn't 
have  it.   There  is  always  this  jockeying  for  power  in  the  place. 
You  know,  the  power  was  in  being  able  to  decide  things  like,  what 
would  the  new  program  be?  There  was  no  group  decision  that  we'd 
go  after  a  KIDS  project.   That  would  be  a  Judy  decision.   Judy 
would  go  out  and  find  a  f under.   Or  I  would  call  and  find  a 
funder.   You  got  what  we  could  fund. 

People  have  told  me  that  that's  no  way  to  run  an 
organization,  to  chase  the  funders,  the  funding  sources.   But 
that's  what  we  did.   It  worked.   Because  you  wanted  something. 
You  couldn't  have  it  unless  you  found  a  funder.   You'd  have  a 
couple  of  things  you  were  looking  for,  and  then  you'd  seek  for  the 
funds.   So  it  wasn't  that  I  would  be  writing  a  proposal  or  calling 
foundations  about  the  projects  that  a  majority  of  the  staff  or  the 
board  had  decided  were  the  most  important  projects.   I  was  calling 
about  projects  that  Ed  or  I  were  interested  in,  or  Judy  was 
interested  in.   If  we  got  the  funding,  no  one  would  stop  us  from 
implementing  it. 

So  there  was  always  this  perception  of  power  and  that  the 
power  was  in  the  hands  of  the  development  office,  and  I  guess  it 
was. 

How  did  CIL  become  a  membership  organization  in  the  first  place? 

It  was  from  the  beginning. 

Oh,  it  was? 

Yes. 

And  what  did  membership  entitle  you  to? 

You  got  an  Independent  and  you  could  vote  for  the  board  members . 
There  really  were  very  few  members.   It  was  under  a  hundred 
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members.   You  had  to  either  be  disabled  or  recommended  by  two 
disabled  people.   I  don't  know.   I  never  became  a  member. 


Discussion  of  Ed  Roberts'  Power  and  Motivational  Ability 


Leon:    I  never  went  to  the  board  meetings.   I  thought  that  they  had 

gotten  into  such  a  catty,  internecine  fighting,  you  know?  They 
were  so  angry  with  each  other.   It  was  during  those  days  that  I 
got  this  idea  of  the  gunfighter  syndrome,  like  the  movie  Shane. 
You  know,  every  new,  young,  disabled  person  would  come  and  take  a 
potshot  at  Ed  because  they  wanted  to  be  Ed.   They  wanted  his 
power.   Just  like  the  gunfighter  movies.   They'd  have  a  standoff 
with  him.   The  new  guy  in  town  that  wanted  to  prove  his  courage 
and  shooting  ability  would  challenge  the  old  guy?   Well,  people 
were  always  challenging  Ed.   They  were  doing  it  all  the  time. 

O'Hara:   What  was  his  response  to  that? 

Leon:     Well,  he'd  squelch  them  if  he  could.   Or  he'd  ignore  them.   It  was 
really  quite  ridiculous.   He  had  these  obvious  weaknesses.   He 
liked  to  exaggerate,  he  liked  to  embellish,  he  wasn't  sure  of  his 
facts.   It  was  all  obvious.   Everyone  could  see  that.   It  struck 
me  as  odd  that  other  disabled  people  would  try  to  tear  him  down  or 
point  out  what  he  didn't  know.   You  know,  it  seemed  like  they 
should  be  working  with  him  rather  than-- 

I  thought  that  the  early  movement  was  just  full  of  that  kind 
of  fighting,  internal  fighting.   The  board  meetings  were  just  full 
of  it. 

O'Hara:   Very  interesting  point.  What  were  Ed's  strengths  in  this  power 
struggle?  You  just  mentioned  some  of  his  obvious  weaknesses. 

Leon:    Well,  you  know,  he  apparently  could  really  inspire  or  encourage 

people  to  do  things.  When  we  had  the  memorial,  I  was  surprised  to 
hear  some  of  the  stories  from  people  that  I  know  about  how  Ed  had 
bumped  into  them  in  the  street  and,  like,  to  Doug  Martin,  "You 
should  start  your  own  independent  living  center  down  there."   I 
was  surprised  it  would  have  that  much  of  an  impact. 

I  think  it  was  the  combination  of  factors.   It  was  his  so 
severe  disability,  and  he  really  was  more  severely  disabled  than 
nine-tenths  of  the  other  people  that  were  at  CIL.   His  optimism 
and  his  absolute  belief  that  he  was  going  to  succeed.  And  his 
bravado.   I  think  he  was  quite  seductive.   He  encouraged 


everybody, 
do. 


He  supported  almost  anybody  in  anything  they  wanted  to 


There  were  always  people  around  him  with  half-baked  ideas. 
I  used  to  think  they  were  in  the  way.   All  these  people  came  to  Ed 
with  their  half -thought -through  ideas,  and  he  would  encourage 
them,  and  then  they'd  come  back  again  and  again  and  again.   They 
took  up  a  lot  of  time.   But  Ed  encouraged  everybody. 

t* 

O'Hara:   You  were  talking  about  Ed's  encouraging  people,  including  you. 

Leon:    You  know,  he  liked  people  and  sought  them  out.   That's  how  Judy 
came.   He  felt  that  it  was  perfectly  all  right  to  talk  to  any 
disabled  person  he  met  in  the  street,  whether  he  knew  them  or  not. 
He  also  thought  that  he  could  talk  to  any  politician.   He  said  he 
early  on  learned  the  power  of  being  disabled,  that  people  were 
afraid  of  him,  and  I  think  people  were  afraid  of  hurting  his 
feelings.   So  people  would  respond  to  him  politely,  and  he'd  push 
a  little  more  and  more. 

I  found  that  Ed  was  surrounded  all  day  and  all  evening  with 
people  who  wanted  something  or  who  were  trying  to  do  something. 
Some  were  crips  who  didn't  have  anything  to  do  who  kind  of  would 
like  to  start  something  or  do  something.   Ed  was  very  supportive 
of  them  all.   I  found  that  I  really  had  to  define  my  limits  very 
strongly,  and  so  I  was  very  careful  that  I  didn't  go  to  board 
meetings  and  1  didn't  hang  out  on  Ward  Street  with  Ed  and  Zona.   I 
didn't  participate  in  many  of  the  things  he  did  with  other  people 
because  I  couldn't  get  anything  done  if  I  did  that.   Also  I 
thought  that  some  of  the  ideas  were  really  crazy,  and  they  seemed 
like  a  waste  of  my  time,  you  know? 

O'Hara:  Were  you,  then,  sort  of  the  discriminator?  No,  that's  not  the 
word!  Were  you  the  person  who  sorted  out  the  worthwhile  ideas 
from  the  flotsam? 


Leon:    Well,  if  he  wanted  me  to  go  after  them,  then  I  had  to  buy  them.   I 
had  my  criteria.   He  used  to  laugh  and  say  that  he  knew  that  I 
simply  wouldn't  do  anything  that  1  didn't  think  was  a  good  idea, 
and  there  was  nothing  he  could  do  about  it.   He  would  say,  "Oh, 
that's  all  right.   I  know  that  you're  going  to  be  that  way.   I'll 
just  try  again."   Or  "We'll  see."   But  it  wouldn't  make  sense  to 
me.   He'd  want  to  write  a  proposal  for  something,  and  I'd  say,  "It 
doesn't  make  sense." 

O'Hara:   Can  you  think  of  any  that  he  asked  that  you  simply  couldn't  do? 


Leon:     I  have  to  put  my  thinking  cap  on  that.   They  were  about 

everything.   He  wanted  money  to  do  advocacy  and  public  education, 
but  no  one  wanted  to  bother  thinking  about  what  the  outcomes  would 
be  and  how  you'd  measure  its  success.   He  just  wanted  the  money  to 
go  do  it.   I  just  kept  telling  him  you  couldn't  get  the  money  to 
do  that.   He  had  a  lot  of  half -thought-through  ideas.   He'd  talk 
about,  like,  social  security  disability  reform,  but  he  didn't  have 
an  idea  of  how  to  reform  it  but  just  that  it  needed  reform.   Then 
I  would  want  him  to  flesh  out  how  it  would  be  reformed.   He  didn't 
know. 

O'Hara:   Would  you  say  that  one  of  his  strengths  was  attracting  media  to 
the  cause? 

Leon:     I  think  he  drew  a  lot  of  public  attention  to  the  cause.   I  think 
he  was  very  gregarious  and  outward-focused,  and  I  think  he  made 
friends  with  a  fair  number  of  political  types,  and  I  think  that 
was  very  important.   He  was  never  shy  or  a  supplicant.   He  never 
was  looking  for  favors,  he  was  always  making  demands.   He  was 
pushy,  and  that  was  effective  because  that  was  the  only  way  you 
could  get  attention.   He  wasn't  nice  in  that  regard.   I  mean,  he 
wasn't  nice  and  polite.   He  would  be  much  more  forceful.   He  would 
keep  talking  if  he  had  center  stage,  whether  he  had  something  to 
say  or  not,  so  he  wouldn't  lose  it.   I  used  to  say,  He'll  keep 
saying  it  until  he  says  it  right,  you  know? 

You  know,  1  don't  think  he  got  that  much  PR.   I  think  he  got 
to  know  a  lot  of  people.   I  certainly  felt  that  people  remembered 
him.   Again,  I  would  always  notice  that  he  and  I  would  go 
somewhere,  and  they  would  remember  Ed  and  they  wouldn't  remember 
me.   It  was  kind  of  one  of  those  things  where  I  figured,  well,  I'm 
just  like  an  awful  lot  of  other  women,  you  know?   But  he  was 
pretty  unusual. 

He  would  do  all  kinds  of  things  to  get  their  attention.   I 
think  I  told  you  that  before.   He  would  move  his  chair  back  and 
forth,  and  he  would  lift  his  feet  up.   He  would  do  things  that 
would  sort  of  capture  the  attention  of  the  person  he  was  talking 
to.   He  always  talked  about  how  he  was  like  everybody  else  or  he 
had  the  same  emotions  and  feelings  as  the  person  he  was  talking 
to,  except  that  he's  limited  because  of  the  way  society  perceives 
his  disability.   So  he'd  like  to  talk  about  his  girlfriends  or 
something  like  that.   Or  his  goals. 

He  was  never  maudlin.   He  never  spoke  at  all  about  feeling 
sorry  for  himself  or  about  being  afraid  of  the  future.   He  never 
let  on  that  he  was  afraid  for  his  health  or  well-being.   I  think 
he  really  was  quite  a  risk-taker. 


O'Hara: 
Leon: 


O'Hara: 
Leon: 


I  remember  when  we  had  that—this  was  recent  —  that  terrible 
fire  in  the  hills,  you  know.   Ed  was  up  the  street  at  Zona's,  and 
people  were  being  evacuated  from  El  Camino  down  to  Eton.   I  went 
to  Ed's  and  asked  if  he  was  going  to  leave,  and  he  said,  "No,  I'm 
not  going  to  leave."  I  said,  "Ed!   You  need  to  leave.   Now  you 
can  get  out  in  your  van.   You  can  go  somewhere  else.   If  you  stay 
and  it  gets  worse,  you'll  get  caught  in  traffic  and  you  won't  be 
able  to  go  and  your  respirator  won't  run  forever."  He  said,  "Nah, 
I'm  not  going  to  go.   I'm  not  going  to  bother.  Where  am  I  going 
to  go?   I'm  just  not  going  to  bother."  I  really  do  think  that  he 
was  unwilling  to  think  about  the  danger.   There  was  real  danger. 

I  thought  it  was  just  astonishing  the  way  he  would  be 
willing  to  fly  and  frog-breathe.   I  thought  that  was  just  amazing. 
For  years  they  wouldn't  let  his  respirator  on  the  plane,  so  he'd 
gulp  air. 

He  never  used  the  respirator? 

Oh,  he'd  use  the  respirator  when  they'd  let  him,  but  there  were 
flights  when,  for  some  inexplicable  reason,  they  wouldn't  let  him. 
Even  United— he  began  to  fly  only  on  United— but  they  wouldn't 
always  let  him.   They  were  so  afraid  of  a  spark. 

With  the  oxygen. 

There's  no  oxygen.   There's  no  oxygen.   It's  just  air.   His 
respirator  only  used  air.   But  they  were  afraid  anyway. 


Changes  at  the  Center  for  Independent  Living  after  Ed  Roberts' 
Move  to  Sacramento.  1975 


O'Hara:   Was  his  leaving  CIL  a  critical  moment  for  CIL? 

Leon:     I  thought  that  it  was  going  to  be  a  disaster  for  CIL.   I  thought 
that  there  would  be  no  one  there  that  would  care  about 
fundraising,  that  the  money  would  slowly  dry  up.   We  had  already 
gotten  into  the  habit  of  telling  people  that  they  had  to  raise 
their  own  money  to  continue  their  programs,  like  deaf  and  blind 
services  would  go  after  Lions  Club  and  other  blind  organizations. 

O'Hara:   Did  that  work? 

Leon:    Yes,  yes.   They  would  do  well.   I  stayed.   I  stayed  for  close  to  a 
year  after  Ed  left.   I  worked  a  lot  with  Judy  by  that  time.   Judy 
certainly  was  very  interested  in  developing  new  programs.   So  Judy 


O'Hara: 
Leon: 


actually  took  up  where  Ed  left  off,  just  went  in  her  own 
directions.   Judy  was  very  different  from  Ed.  Where  Ed  encouraged 
people  to  do  what  they  wanted  to  do,  Judy  wanted  people  to  do  what 
she  wanted  them  to  do.   So  it  was  totally  different.   Judy  cared 
more  about  funders  and  how  they  felt  about  the  project.   Ed  really 
felt  that  everything  was  worth  a  try. 

I  can't  remember  when  we  started  to  work  with  Tom  Bates  for 
state  money.   That  was  not  yet,  yes.   So  we  were  writing 
proposals,  we  were  going  to  some  of  those  small  foundations,  and 
we  developed  an  annual  donor  list,  so  we  were  doing  that.   We  did 
our  first  fundraising  dinner  the  year  after  Ed  left. 

Oh.   Where  was  that? 

Let's  see.   We  hired  Ann  Eliaser  and  Ellen  LaFollette  to  do  it. 
Jeez,  trying  to  remember  that  event.   Gee,  I  think  it  was  at  the 
Fairmont.   Yes,  I  think  it  was  at  the  Fairmont.   We'll  have  to  try 
to  remember  that. 


O'Hara: 
Leon: 


O'Hara: 
Leon: 


Was  it  successful? 

Oh,  yes,  yes.   Well,  we  hired  these 
Ann  was  an  old-timer  in  the  Jewish 
Francisco,  and  Ellen  was  a  relative 
was  old  money.   They  had  done  quite 
political  candidates  in  California, 
and  they  invited  many  of  the  people 
surprisingly  successful.   It  was  a 
there  were  about  250,  300  people, 
a  huge  job. 


two  wonderful  women  to  run  it. 
philanthropic  community  in  San 

newcomer  to  San  Francisco  but 

a  bit  of  fundraising  for 
They  did  this  dinner  for  us, 

they  knew.   It  was 
tremendous  amount  of  work,  but 
It  did  make  some  money.   It  was 


We  started  to  develop  a  mailing  list  that  we  would  mail  to, 
and  we  began  to  play  around  with  other  mailing  lists,  like, 
getting  zip  codes  out  of  the  phone  directory  and  other  sources  to 
do  some  mailings  to  raise  some  money.   I  remember  talking  to  Lynn 
Kidder  about  doing  some  PR  at  that  time. 

Was  she  employed  there  at  that  point  in  Medi-Cal  billing? 

Yes,  yes.   She  and  Paul  Bendix  were  there.   I  had  been  doing  some 
PR,  when  I  could,  on  certain  issues.   But  it  was  always,  like,  the 
last  thing  that  you  did  when  you  had  some  time.   So  I  suggested 
that  she  get  started  trying  to  do  some  of  that.   I  was  so 
surprised  that  she  was  very  interested.   I  asked  her  because  she 
was  Mary's  friend  and  Mary  said  that  she  had  these  great  skills. 
We  didn't  know.   She  was  pretty  quiet.   It  was  Just  one  of  those 


accidents  that  worked  out  so  well.   She  really  liked  it.   Then  she 
went  back  to  Cal  within,  I  think,  six  months  after  she  took  the 
job. 

O'Hara:   What  did  she  do? 

Leon:    She  was  writing  some  press  releases  about  CIL  programs  and  about 
CIL  visitors.   There  was  constant  stuff  that  we  would  do.   I 
remember  I  did  a  press  release  [chuckling]  about  CIL's  Halloween 
party.   One  of  the  TV  stations  came,  and  1  thought,  That's  a 
terrible  thing  to  happen.   So  we  didn't  invite  them  in.   But  at 
first  it  seemed  like,  well,  it's  neat;  we're  doing  our  own 
Halloween  party. 

O'Hara:   Why  was  it  terrible? 

Leon:  Well,  it  just  seemed  a  little  as  though  they  were  coming  because 
they  wanted  to  see  crips  in  costumes. 

O'Hara:  Sort  of  a  freak  mentality? 

Leon:  Yes,  that's  the  way  it  began  to  appear. 

O'Hara:  Who  started  the  Friends  of  CIL?   Was  that  around  that  time? 

Leon:  Yes,  let's  see.   That  started  around  the  dinner. 

O'Hara:  That  first  one. 

Leon:  Yes.  So  they  were  just  people  who  were  helping  with  the  dinner. 
It  got  off  to  a  very  slow  start.  It  was  just  some  people  in  the 
community.  At  first  I  thought  it  wasn't  people  in  the  community 
with  enough  clout  in  order  to  have  much  impact  or  effectiveness, 
but  it  had  staying  power. 

O'Hara:   Who  was  the  contact  at  CIL?  Was  there  sort  of  a  Friends  liaison? 

Leon:     I  don't  think  it  was  called  Friends  right  then.   I  would  just 
assume  it  was  Mary  or  myself.   It  would  just  be  in  our  office. 


Expansion  of  Judy  Heumann's  Role 


O'Hara:   What  were  Judy's  main  interests? 

Leon:    Well,  I  think  she  was  always  interested  in  education,  but  others 

at  CIL  were  not  that  interested  in  education,  so  I  don't  think  she 
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O'Hara: 


was  able  to  pursue  that.   She  was  very  interested  in  the  legal 
stuff.   She  was  very  preoccupied  with  rights  and  being  denied  your 
rights.   It  was  very  painful  to  Judy  that  she  couldn't  go  places 
that  other  people  could  go,  and  places  were  inaccessible,  and  that 
she  was  denied  things  that  other  people  could  have.   She  felt  it 
very  strongly,  and  she  was  most  interested  in  it. 

I  think  I  have  heard  that  she  was  reviewing  drafts  of  regulations 
for  the  Section  504,  the  Rehab  Act,  before  the  sit-in,  in  that 
period  between  "73  and  '77.   Do  you  recall  any  meetings  at  CIL 
about  that? 


Leon:    Well,  let's  see.   I  think  you're  jumping  ahead.   I  think  the  first 
year  that  Ed  went  to  Sacramento,  he  decided  to  use  the  federal 
grant  authority  for  Innovation  and  Expansion  grants  to  fund 
independent  living  centers  in  California.   He  very  deliberately 
and  knowingly  stretched  the  definition  of  those  grant  authorities. 
He  was  able  to  do  it  because  the  federal  law  stated  that  its 
purpose  was  to  promote  innovation  and  expansion  of  new  ways  of 
serving  rehab  clients. 

This  is  the  time  where  everybody  believed  that  CIL  did  not 
serve  rehab  clients.   There  wasn't  a  single  CIL  service  that  Rehab 
would  buy.   Rehab  didn't  buy  a  single  service  from  CIL.   So  Ed 
decided  that  he'd  use  the  entire  budget  for  I&E  in  California  and 
put  out  an  RFP  for  independent  living  centers  in  the  state.   It 
was  after  that  that  the  Rehab  Act  of,  oh,  gee,  I  have  to  go  home 
and  check.   Was  that  the  Rehab  Act  of  '75? 

O'Hara:   Oh,  you  mean  for  the  independent  living  centers? 

Leon:    When  was  Section  504? 

\ 

O'Hara:   '73.   But  it  was  not  effective  until  '78,  '77. 

Leon:    Okay,  so  504.   So  Section  504  preceded  the  Rehab  Act  of  '75  with 
the  independent  living  section.   Okay.   Now,  do  I  remember  Judy 
going  over  the  regulations?  She  probably  was,  but  I  probably  did 
not  have  much  to  do  with  it.   Judy  was  very  interested  in  the 
federal  legislation,  and  she  was  very  involved  in  [Public  Law]  94- 
142.   She  probably  was  reviewing  the  regs. 

O'Hara:   What  was  94-142? 

Leon:    That's  the  Education  for  All  Handicapped  Children  Act.   She  was 

very  involved  and  concerned  about  it.   She  felt  very  strongly  that 
all  disabled  children  should  be  mainstreamed.   She  really  didn't 
believe  in  any  exceptions.   I'm  sure  it  was  tied  very  closely  to 
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her  personal  experience.   But  I  have  to  go  home  and  check  the 
dates  of  when  94-142  was  passed. 

O'Hara:   '75. 

Leon:     '75?   She  had  made  some  contacts  in  Washington,  and  I  know  she  was 
working  on  the  drafting  of  94-142.   I  don't  remember  the  504  regs 
specifically,  but  I  do  remember  the  94-142. 

O'Hara:   How  did  she  and  Phil- -what  were  their  respective  roles?  She  was 
assistant  director,  and  he  was  director.   Was  there  any  talk  of 
her  becoming  director  when  Ed  left? 

Leon:     No.   There  were  too  many  people  at  CIL  who  felt  that  Judy  was  just 
simply  too  bossy.   She  had  a  reputation  of  going  through  staff,  of 
just  wearing  out  her  AAs  [administrative  assistants].   She  made 
heavy  demands  on  people.   She  always  seemed  to  know  more,  even 
then,  than  the  people  that  she  worked  with,  and  she  very 
forcefully  defended  her  ideas,  so  she  was  hard  to  work  with  on  a 
peer  level. 


Beginning  of  Computer  Training  Project 


Leon:     I  remember  when  Neil  Jacobson  and  Scott  Luebking  came  in  and  were 
introduced  to  me  and  they  were  going  to  start  this  computer 
training  program,  and  Ed  said,  "Oh,  isn't  that  a  neat  idea."   You 
know,  it  was  just  a  neat  idea.   It  was  just  like  another  one  of 
those  things  where,  oh,  here  comes  somebody  knocking  on  the  door; 
they  want  to  start  something.   Of  course  they  can  come  in.   We'll 
just  find  them  a  desk  here  and  let  them  work  on  it.   If  they  can 
get  the  money,  they'll  survive.   Of  course,  that's  the  way  we 
worked  at  WID  over  the  years,  too.   I  mean,  that  was  just  the 
style  that  we  used  to  build  the  organization. 

The  other  reason  that  the  computer  training  program  got 
started  was  that  we  had  a  visit  from  IBM  [International  Business 
Machines],  and  they  came  to  CIL  and  said  that  they  had  been 
working  back  East  on  some  computer  training  programs  for  home- 
bound  disabled  persons,  someplace  back  East.   They  thought  it  was 
working  out  very  nicely  and  they  wanted  to  do  it  here.   If  there 
was  one  thing  that  Ed  was  adamant  about,  it  was  that  disabled 
people  didn't  do  things  in  the  home;  they  did  things  in  the 
community.   He  said  that  CIL  wouldn't  support  it  if  it  were  home- 
bound  but  that  we'd  be  more  than  happy  to  support  it  if  it  were 
something  that  trained  people  to  live  in  the  community.   So  we  got 
some  funding  out  of  IBM. 
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O'Hara: 


Leon: 


O'Hara: 


Leon: 


O'Hara; 
Leon: 


O'Hara: 
Leon: 


O'Hara; 


Leon: 


Was  he  working  at  that  time  or  in  consultation  with  Neil  and  Scott 
at  that  time? 

The  visit  from  IBM  was  while  Ed  was  at  CIL.   Some  time  transpired 
between  IBM's  visit  and  the  arrival  of  Neil  and  Scott.   I  believe 
that  Judy  maybe  brought  Neil  in  because  she  knew  Neil  from 
childhood.   Or  maybe  Neil  and  Scott  found  each  other. 


And  the  funding  came  in  independently? 
this  together? 


Were  Neil  and  Scott  in  on 


I  don't  know  whether  you've  asked  them  the  question,  but  I  know 
that  they  certainly  were  partners  in  designing  it.   They  were 
equal  partners  in  designing  it.   They  were  actually  doing  the 
training.   You  know,  they  were  doing  the  classes. 

Was  that  at  CIL  on  Telegraph,  or  did  they  start  out  on  Milvia? 

On  Milvia?  No,  they  moved  to  Milvia  when  the  guy  who  owned 
Tepping  Realty  died.   I  think  it  was  Bel  Guber's  husband  who  ran 
Tepping  Realty,  and  they  were  donors  to  CIL.   When  he  died,  they 
took  over  that  building.   But  they  were  in  Telegraph  Avenue.  But  I 
can't  remember  students  on  Telegraph  Avenue,  so  they  may  not  have 
actually  had  any  students  while  they  were  there.   They  may  not 
have  gotten  students  until  they  went  over  to  Milvia. 

I  don't  know.   I  don't  remember  students.   I  don't  know  how 
quickly  they  got  some  money  out  of  Rehab. 

For  CTP?   [Computer  Training  Program] 

For  CTP.   But  I  think  they  fairly  quickly  got  some  money  out  of 
Rehab  for  the  students  because  they  were  finally  doing  something 
that  was  job  training. 

a 

Going  back  to  Ed's  leaving  for  Sacramento.   You  thought  it  was 
going  to  be  a  disaster,  that  funding  would  dry  up.   Did  it  turn 
out  to  be  difficult? 

It  was  very  funny.   Right  before  Ed  left,  the  last  week,  he  and  I 
decided  to  hire  all  these  people.   I  distinctly  remember  it  was  an 
experience  of  putting  people  in  boxes  or  something.   We  were 
worried  about  what  would  happen  to  CIL  if  he  weren't  there  and  who 
would  take  responsibility  for  these  things.   So  we  decided  to 
identify  people  and  responsibilities  and  put  them  in  it. 
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One  of  the  people  we  decided  to  hire  was  a  woman  named 
Carmen  [Anderson],  who  is  this  flamboyant  disabled  woman  who  we 
wanted  to  do  some  PR?   Maybe  it  was  PR.   I  seem  to  think  it  was 
PR.   We  were  trying  to  define  Phil's  job,  and  we  were  trying  to 
define  what  Judy's  role  would  be  so  there  would  be  a  specific  role 
for  Judy  and  a  specific  role  for  Phil  and  a  role  for  Mary  and  then 
what  my  role  would  be.   It  was  silly.   But  we  went  through  all 
this  trouble  to  try  to  put  some  structure  on  the  organization 
suddenly,  because  he  was  leaving. 

I  remember,  like,  within  weeks  I  had  to  chuckle  that  none  of 
it  took,  you  know?   People  went  on  doing  what  they  were  doing.   It 
was  really  Phil's  style,  his  easy-going  style,  and  Judy's 
determination  to  do  what  she  wanted  to  do,  not  what  someone  else 
told  her  she  should  do.   Judy  didn't  take  orders  very  well.   Judy 
did  what  Judy  wanted  to  do. 

CIL  was  able  to  continue  by  the  people  who,  if  they  really 
wanted  something,  they  would  put  enough  pressure,  and  then  it 
would  happen.   If  they  didn't  really  want  it  so  much,  then  it 
would  disappear.   I  think  when  Ed  left,  Mary  and  Bette  McMuldren 
really  tried  to  introduce  some  order  into  the  grants  management 
and  into  the  files.   They  were  delighted  that  Ed  was  gone  because 
things  were  less  chaotic,  and  there  was  more  planning  and  control 
and  order.   That  was  needed.   And  they  did  a  good  job. 


State  Department  of  Vocational  Rehabilitation  Audit  of  the  Center 
for  Independent  Living 


Leon:     Shortly  after  Ed  left,  the  Department  of  Rehab  came  in  to  audit 

them  anyway.   It  was  obviously  time  for  CIL  to  clean  up  its  books 
and  clean  up  its  files.   But  people  were  very  anxious  to  get  some 
more  structure  into  the  place  and  more  rules.   There  were  really 
no  rules.   Rules  about  hiring,  rules  about  this,  rules  about  that. 
I'm  sure  that  Mary  and  Phil  had  a  lot  to  do  with  the  rules  that 
came  down. 

O'Hara:   Regarding  accountability? 

Leon:    Well,  the  personnel  policies,  and  hiring,  and  salary,  and  just  the 
kinds  of  things  that  you  would  put  into  place  if  you  were  running 
a  serious  organization.   Those  were  not  in  place.   There  was  no 
hiring  policy;  there  were  no  review  requirements.   I  don't 
remember  much  in  the  way  of  personnel  policies  at  all  in  the  early 
days.   There  weren't  job  descriptions  so  much.   There  really  was 
not  an  emphasis  on  that  stuff.   Ed  didn't  care.   I  know  I  didn't 


care.   If  people  in  the  projects  wanted  it,  they  developed  it 
themselves.   Or  if  their  grants  needed  it,  they  wrote  it  for  their 
grants.   But  we  didn't  care. 

I  don't  really  remember  what  happened  in  the  year  that  Ed 
was  in  Sacramento  and  I  wasn't.   It  may  not  have  been  a  full  year. 
All  I  can  imagine  was  that  I  was  working  on  proposals.   But  I  know 
that  just  as  I  was  leaving,  the  state  Department  of  Rehab  came  in 
to  do  this  audit.   They  were  doing  an  audit,  I  think,  of  our 
federal  grant  proposal.   I  don't  know  what  they  were  doing  it  on. 
They  could  only  have  been  doing  it  on  that  or  the  wheelchair 
design  one.   It  may  have  been  the  wheelchair  design  one. 

They  never  really  got  a  wheelchair.   There  was  a  model. 
Well,  you  know,  the  I&E  grant.   It  was  an  interesting  project. 
The  people  enjoyed  it.   It  was  really  very  difficult  for  that 
project  to  produce  a  wheelchair  that  would  have  commercial 
viability.   An  innovation  and  expansion  grant  to  do  the  design 
wasn't  going  to  take  it  anywhere.   Of  course,  what  they  needed  to 
have  done  was  have  good  enough  ideas  and  then  go  look  for  venture 
capital  or  some  other  thing,  which  they  didn't.   They  didn't 
because  I  think  there  were  some  problems  that  the  staff  had,  and  I 
think  there  were  interpersonal  problems  among  the  staff. 


Staff  Caucuses  and  Unrest  at  the  Center  for  Independent  Living 


O'Hara:   Were  you  there  for  some  of  the  more  contentious  parts  of  the 

interpersonal  problems?   It  seems  like  there  was  an  awful  lot--I 
think  they  were  called  caucuses  in  those  days  —  the  women's  caucus 
and,  am  I  mis-remembering? 

Leon:    There  was  a  board  meeting  and  they  were  really  angry  at  Phil,  and 
I  remember  I  took  home  all  the  grant  files.   I  remember  my  idea 
was  that  if  they  fired  Phil,  that  I  was  going  to  leave  or,  you 
know,  and  I  would  have  all  the  files.  I  don't  know  what  I  was 
thinking  of  doing  with  the  files,  but  I  knew  I  was  really  angry 
with  them.   But  I  think  there  were  battles  going  on  in  those  days, 
but  I  think  the  battles  were  around  whether  they  should  provide 
these  services;  like  whether  there  should  be  a  transportation 
service  or  whether  they  should  have  the  van  modification.   There 
was  tremendous  hard  feeling  among  the  mentally  ill,  or  the 
previously  institutionalized. 

O'Hara:   I  read  in  the  In-House  Monthly  minutes  from  1976  that  there  was  a 
letter  from  Don  Galloway  saying  that  the--I  think  he  called  them 
at  that  time  the  "third  world  staff  members"  (by  that  I  think  he 


55 

meant  when  we  now  say  people  of  color)  were  feeling  put-upon  and 
not  treated  equally—is  that  something  that  you  recall? 

Leon:    I  think  I  recall  that.   I  think  I  recall  that.   You  know,  CIL's 

problems  were  that  many  of  the  people  who  came  saw  it  as  a  kind  of 
commune.   Many  people  in  Berkeley  saw  Berkeley  as  that  kind  of  a 
place.   But  in  order  for  CIL  to  survive,  I  became  increasingly 
sure  that  it  needed  to  be  a  meritocracy.   It  had  to  have  the  best 
people  it  could  have.   It  had  to  hire  people  because  of  skills  and 
experience  and  training.   That  was  totally  at  odds  with  this  idea 
of  a  commune  and  the  way  it  had  started,  which  was  everybody 
working  together  and  sharing,  and  everybody  giving,  putting  in 
what  they  could,  and  sharing. 

* 

It  had  real  weaknesses  in  terms  of  skill.   It  was  very 
uneven  in  terms  of  skill.   People  had  power  and  influence  because 
of  their  disability  rather  than  their  skill.   Don  Galloway  ran  the 
federal  research  and  demonstration  project  for  one  year,  I 
believe.   He  really  didn't  have  the  skills  to  do  it.   And  it  was  a 
difficult  project. 

You  know,  we  had  so  much  to  prove.   I  mean,  here  we  were 
trying  to  demonstrate  that  what  CIL  could  do  would  make  the 
difference  in  these  severely  disabled  people  and  make  them 
employable.   It  was  such  a  leap  of  faith.   We  were  convinced  that 
CIL  could  make  the  difference  in  people  and  make  them  employable. 
But  we  had  to  show  it.   They  had  to  show  it  in  this  project  by 
providing  services,  finding  people,  providing  services  to  them, 
and  having  the  people  achieve  something. 

They  weren't.   There  were  very  few  clients  or  the  clients 
would  leave  or  something  would  happen  and  they'd  get  sick  or 
something.   You  know,  these  clients  were  people  with  all  kinds  of 
--many  of  them  were  sick.   They  were  considered  too  severely 
disabled.   So  the  project  wasn't  productive.   It  was  in  danger  of 
really  failing. 

Then  we  brought  in  Barry  Ryan,  who  was  disabled,  as  the 
researcher,  and  Sue  Stoddard  came  in  to  work  with  him  on  the 
research.   They  were  supposed  to  be  documenting  what  was  going  on, 
and  they  would  come  and  tell  us  that  nothing's  going  on;  they 
didn't  have  any  results.  You  know,  I  think  that,  and  my 
impression  was  that  Don  took  the  concerns  about  what  was  happening 
with  the  project  personally,  as  concerns  about  his  skill.   That 
kind  of  thing  just  happened  over  and  over  again. 

So  there  were  lots  of  battles.   It  was  very  hard  to  fire 
someone  or  to  get  someone  new  in  to  take  over  a  project  from 
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someone  who  had  been  there  and  wasn't  doing  a  good  job. 
almost  no  way  of  doing  that. 


There  was 


O'Hara:   Why  not? 

Leon:    Because  the  people  would  appeal  to  their  friends  who  were  on  the 
board,  or  they'd  appeal  to  their  friends  in  the  organization,  it 
was  like  the  whole  union  shtick.   People  felt  very  strongly  that 
CIL  owed  them  something;  they  were  disabled,  and  CIL  was  their 
organization,  and  it  was  a  self-help  organization,  and  they  had  a 
right  to  be  there.   There  was  this  personality  to  the  organization 
of  people  doing  what  they  wanted  to  do.   It  was  the  personality. 
But  usually  most  people  do  what  they  want  to  do,  but  they  weren't 
paid  very  much,  so  you  could  have  people  do  what  they  want  to  do. 

You  know,  I  don't  know  about  women.   I  know,  as  I've  said 
before,  that  Judy  always  bristled  about  how  Ed  was  put  first  and 
she  was  put  second.   She  saw  that  happen  all  the  time.   You  know 
it  happened.   It  did  happen  all  the  time.   I  came  from  a  different 
milieu.   I  came  from  a  social  sphere  where  I  was  raised  to,  I 
don't  know,  to  defer  to  men,  to  allow  them  to  be  the  boss  or  feel 
they  were  the  boss  or  whatever  it  was.   I  wasn't  just  bothered  by 
a  man  being  in  charge.   I  thought  there  were  ways  for  me  to  get  my 
power  and  to  do  what  I  wanted  to  do,  even  though  a  man  was  in 
charge.   That's  the  way  the  world  was.   I  was  kind  of  used  to  it. 

But  she  was  really  bothered  by  it.   Ed  was  very  susceptible 
to  the  pressures  of  the  people  that  were  around  him  the  most.   He 
really  wanted  to  be  a  nice  guy,  and  he  really  wanted  to  encourage 
people.   So  the  people  that  were  around  him  the  most  would  get  the 
most  encouragement.   So  he  would  hire  or  give  projects  to  or 
encourage  or  support  the  efforts  of  these  people,  especially  if 
they  pressured  him.   I  thought  that  people  pressured  him 
outrageously  and  gradually  got  into  this  mode  where  I  ran 
interference  for  anyone  that  I  thought  was  taking  advantage  of 
him.   I  just  did  that  as  a  matter  of  course.   There  were  a  number 
of  people  who  really  hated  my  guts,  you  know,  but  I  would  just 
keep  them  out. 

O'Hara:   How  did  Ed  respond  to  that? 

Leon:    He  figured  I  couldn't  keep  them  out  altogether  and  that  he  and  I 
had  other  things  to  do.   I  couldn't  keep  them  out  altogether. 
What  I  would  say  to  him  was  that  they're  not  going  to  interfere 
with  my.  time  and  my  work,  and  if  he  wanted  to  work  with  them,  then 
he  worked  with  them.   If  he  wanted  to  work  with  me,  he  worked  with 
me.   He  always  was  blind-sided,  figured  out.   They'd  manage  it. 
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O'Hara:   I  remember  reading  in  those  same  minutes  that  1976  was  also  the 
year  where  people  had  to  put  themselves  on  a  list  according  to 
whether  they  needed  their  paycheck  immediately,  could  wait  two 
weeks,  or  could  wait  indefinitely.   There  were  people  on  all 
lists,  I  saw  by  the  minutes.  What  kept  the  good  people  at  CIL, 
the  effective  people? 

Leon:    Oh,  gee.   That  was  so  easy.   It  was  such  an  exciting  place. 
O'Hara:   Even  with  all  the  factors  you  just  talked  about. 


Leon: 


O'Hara: 
Leon: 


Well,  you  have  to  understand  that  there  was  a  great  deal  of 
freedom  to  do  what  you  could  do.   There  were  a  lot  of  people  who 
felt  that  they  had  a  chance  here  to  do  something  that  they 
wouldn't  have  somewhere  else.   That  was  really  tremendous.   Now, 
the  non-disabled?  Are  you  asking  about?   Like,  many  of  the  people 
with  disabilities  would  squeak  by  on  their  benefits  if  they  had 
to.   Would  have  trouble  with  things,  like,  car  payments  or 
insurance  payments  or  something  like  that.   The  question  might  be 
some  of  the  non-disabled,  and  some  of  them  did  leave. 

I  was  thinking  of  people  like  you,  Mary  Lester,  Lynn  Kidder. 

Well,  Mary's  boyfriend  was  there.   Her  entire  social  life  was 
there.   You  know,  she  had  CIL  sleeping  and  waking  and  working  and 
playing,  you  know?  It  would  be  more  likely  that  Tom  would  leave. 
Mary  never  thought  she'd  fit  into  the  mainstream.   I  don't  know 
what  she  thought  her  disabilities  were  or  what  she  thought  was  her 
"handicap."  But  she  didn't  think  that  she  would  fit  in  the 
mainstream  employment  world.   I  think  she  thought  it  was  the  way 
she  dressed  or  the  way  she  looked.   It  may  have  had  something  to 
do  with  her  one  eye.   One  of  her  eyes  is  turned  inward.   But  for 
some  reason,  I  always  thought  that  she  made  herself  look  less 
attractive  than  she  could.   I  think  that  one  of  the  reasons  she 
was  at  CIL  was  because  she  just  didn't  feel  comfortable  competing 
in  that  realm  elsewhere. 

I  stayed  because  I  was  fascinated,  because,  again,  I  think  I 
had  that  feeling  that  I  think  that  other  people  have,  which  was  I 
could  do  anything  I  wanted  to  do  there.   If  I  can  raise  money  for 
it,  we'll  do  it.   Everything  we  tried  to  do  was  an  improvement  on 
what  was  there  before.   You  know,  like  the  very  service  we  offered 
was  better  than  no  service,  you  know?  There  were  all  these 
examples.   You'd  bring  in  this  guy  from  Rehab  on  an  OJT  [on-the- 
job  training].   Earl  McKeever,  I  remember.   You'd  see  these  people 
be  transformed  by  being  there.   You'd  see  these  abilities  come  out 
of  people.   I  was  surprised  at  what  people  were  able  to  do.   You 
know,  working  on  federal  legislation  is  a  lot  of  fun.   It's  very 
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exciting.   You  feel  as  though  you're  in  the  middle  of  something 
really  important. 

So  I  think  that  it  was  easy  to  stay,  and  the  people  that 
left  were  the  people  that  really  did  have  other  financial 
responsibilities  or  families  that  they  had  to  take  care  of  and 
stuff  like  that. 

O'Hara:  Did  the  external  environment  have  anything  to  do  with  it?  This 
was  the  time  of  Richard  Nixon,  his  resignation,  the  remnants  of 
the  Vietnam  War. 

Leon:    There  was  an  article  in  some  magazine  about  "crip  lib."  That  must 
have  been  something  like  '74.   This  guy  in  a  wheelchair,  and  he 
was  holding  something  up  like  that  [demonstrating] ,  like  a  gun  or 
something.   I  thought  it  was  really  funny.   But  it  was  like  the 
Black  Panthers  kind  of  a  salute. 

There  was  a  real  feeling  of  the  civil  rights  movement 
expressing  itself  here  in  the  disabled  community.   That  was  very 
clear.   You  know,  it  was  a  very  leftie  group.  We  used  to  joke 
about  Hale  and  Kitty  being  card-carrying  Communists,  you  know? 
Everybody  was  radical  left.   There  were  a  few  vets.   I  think  it 
was  after  that  that  we  got  the  vets  that  came  in  to  do  attendant 
work  and  stuff  that  seemed  to  have  residual  shell  shock,  other 
kinds  of  psychological  problems  as  a  result  of  the  war.   They  were 
really  anti-war,  bitter  vets. 

O'Hara:   You  mean  coming  to  CIL? 

Leon:    Yes,  yes.   No,  I  don't  remember. 

O'Hara:   Well,  we've,  believe  it  or  not,  come  almost  to  the  end  of  another 
tape.   I  think  we  should  stop. 

[Interview  3:  February  11,  1998]  I* 

O'Hara:   I  wanted  to  ask  you  if  you  knew  of  any  other  pivotal  moments 

besides  the  one  you  mentioned  in  the  last  interview  when  Ed  left 
in  '75.   Pivotal  moments  at  CIL  that  were  critical  events  that  we 
haven't  mentioned. 

Leon:    Well,  I  was  responding  to  you  that  it's  hard  in  hindsight  to  talk 
about  the  importance  of  the  change.   But,  you  know,  when  Ed  was 
there,  Ed  was  very  interested—he  was  almost  exclusively 
interested  in  new  projects  of  any  kind.   He  would  encourage  them 
and  he'd  go  seek  them  out,  and  CIL  was  a  pretty  free-wheeling 
place,  where  you  could  start  anything  you  wanted,  as  long  as  you 
could  find  a  funding  source  for  it.   There  really  was  not  much 
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structure.   That  was  a  very  dangerous  situation  that  we  were  aware 
of,  but  there  wasn't  time  for  it  because  we  were  constantly 
chasing  the  next  great  opportunity,  and  there  seemed  to  be  a  lot 
of  great  opportunities  out  there. 

Phil  was  very,  very  different,  and  Mary  was  very  different. 
They  were  cautious  people.   I  could  see  that  in  Mary.   They 
weren't  growth-happy.   They  were  more  order-happy,  and  so  things 
were  actually  fine,  the  new  programming  slowed  down,  and  I  can 
only  assume  that  that  was  what  allowed  room  for  a  little  more  of 
the  organization.   I  guess  before  that  was  when  Rafe  [Taylor],  the 
first  comptroller,  came  in.   Of  course,  the  fact  that  CIL  got  a 
comptroller  may  have  had  more  to  do  with  the  fact  that  CIL  was 
being  audited  by  the  state  and  we  were  really  frightened.   After 
Ed  left,  the  state  audited  CIL. 

CIL  did  need  to  get  its  act  together,  and  it  did.   I  know 
that  Mary  Lester  and  Bette  McMuldren  set  up  a  separate  office 
where  they  did  grants  management,  and  they  created  files  that  had 
never  existed  before.   There  were  never—files  on  all  the  various 
grants  and  all  the  requirements  and  the  deliverables  and  then 
samples  of  the  products  and  stuff  like  that—that  had  never 
existed  before.   That  was  something  that  would  have  been  very  much 
less  likely  to  have  happened. 

I'm  not  aware  of  CIL  going  for  any  big,  adventurous  grants 
after  Ed  left  and  after  I  left,  for  a  while.   I  think  that  was 
because  the  people  who  were  there  either  didn't  want  to  do  that  or 
didn't  know  to  do  that  or  thought  they  had  other  priorities,  and 
they  probably  did. 

Judy  was  the  one  person  there  that  was  interested  in  growth 
and  expansion.   By  herself,  Judy  could  only  do  what  she  could 
handle.   She  was  freer  to  do  it  because  Ed  wasn't  there,  and  so 
she  didn't  have  to  compete  with  Ed's  agenda.   She  just  simply  had 
to  talk  Phil  into  it.   Phil  was  cautiously  willing  to  do  these, 
but  he  was  cautious  and  moved  gradually.   So  I  think  that  CIL 
continued  to  grow  but  in  a  more  measured  way. 

The  other  thing  that  happened  was  Ed  going  to  the  state.   He 
helped  to  bring  more  visibility  to  CIL  since  he  brought  more 
visibility,  to  independent  living.  Within  a  year  of  Ed  leaving 
CIL,  he  was  using  the  I&E  [Innovation  &  Expansion  Grant]  funds  to 
start  independent  living  centers  in  California,  and  the  grant  that 
Rehab  had  given  CIL  was  going  through  this  audit. 


Ed  Roberts,  Joan  Leon,  and  Hale  Zukas  talking  about  transit  issues  at 
WID's  Oregon  Street  office,  circa  1984. 


World  Institute  on  Disability's  founders:  Ed  Roberts,  Joan  Leon,  and 
Judy  Heumann,  at  WID's  first  offices  on  Oregon  Street  in  Berkeley,  circa 
1984. 
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III   THE  SACRAMENTO  YEARS:  ASSISTANT  DIRECTOR  OF  THE  CALIFORNIA 
STATE  DEPARTMENT  OF  VOCATIONAL  REHABILITATION,  1976-1982 


Ed  Roberts'  Emphasis  on  Independent  Living  Services  Models 


Leon:     In  summary,  CIL  became  a  very,  very  visible  and  controversial 
service  model  to  rehab  in  California  and  to  rehab  nationally. 
That  was  a  big  change,  and  I  would  attribute  that  to  Ed  being  in 
Sacramento. 


O'Hara:   Why  do  you  think  controversial? 

Leon:     Oh,  it  was  amazingly  controversial.   It  was  perceived  as  being 
anti-professional  and  as  being  the  disabled  against  the 
rehabilitation  professionals.   It  was,  I  think,  perceived  as  being 
more  adversarial.   Well,  it  was  pretty  adversarial.   The  people 
who  started  CIL  saw  themselves  as  being  part  of  the  civil  rights 
movements  of  the  country.   They  saw  themselves  as  following  in  the 
footsteps  of  the  black  civil  rights  movement,  the  women's 
movement.   They  copied  some  of  their  approaches  from  these 
movements,  so  they  were  confrontational. 

I  remember  when  Ed  first  went  to  Sacramento,  and  he  brought 
on  John  Hessler  and  Jim  Donald.   I  arrived  a  year  later,  so  I 
didn't  get  this  first  hand,  but  there  was  a  TV  program  called  The 
Mod  Squad.   People  would  laugh  that  Ed  and  John  and  Jim- -were  the 
Mod  Squad,  and  that  they'd  come  rolling  into  a  meeting  of  rehab 
counselors  or  even  a  meeting  of  state  directors  of  rehab,  the 
three  of  them.   They'd  flank  each  other.   They'd  take  up  a  great 
deal  of  room,  and  they  didn't  listen;  they  talked.   And  that  was 
their  style.   The  style  really  wasn't  a  polite  style. 

I  don't  know  John  Hessler  as  well,  but  I  certainly  knew  Ed. 
Ed  never  waited  until  it  was  his  turn  to  talk  or  to  see  if  he  was 
on  point.   He  came  and  wanted  to  make  sure  he  said  what  he  wanted 
to  say.   So  it  was  controversial.   He  was  the  first  disabled 
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person  to  direct  a  state  agency,  Vocational  Rehabilitation.   The 
state  agency  rehabilitation  system  was  the  only  system  in  the 
country,  the  only  government  system  on  disability.  And  its  sole 
activity  was  to  rehabilitate  disabled  people  so  they  could  go  to 
work.   But  the  fact  that  they'd  never  had  a  disabled  person 
running  it  is  kind  of  surprising. 

O'Hara:   How  did  this  happen?  How  did  Ed  get  appointed? 

Leon:     [Governor]  Jerry  Brown  was  looking- -Jerry  Brown  was  a  maverick— 
and  he  was  looking  for  people  who  really  had  done  something  to 
change  the  community.   He  brought  in  Huey  Johnson,  who  started  the 
Trust  for  Public  Land.   He  made  him  the  head  of,  oh,  1  don't 
remember  what  agency  it  was,  but  it  was  a  big  parks  and  recreation 
agency.   He  brought  in  Jerry  Lackner,  who  had  developed  health 
clinics  in  minority  communities  in  California  and  made  him 
director  of  health  services. 

He  brought  in  a  black  person,  Marian  Woods,  who  had  been  an 
activist,  to  run  employment  development.   You  know,  he  brought  in 
a  bunch  of  lawyers  that  were  civil  rights  lawyers.   Ralph  Abascal. 
Ralph  didn't  join  the  administration,  but  he  was  an  active  friend 
of  Jerry  Brown's.   He  brought  in  Bob  Gnaizda  and  Mario  Obledo. 
Gnaizda  had  been  one  of  the  founders  of  Public  Advocates.   Public 
Advocates  was  this  agency  that  attacked  bureaucracies  and  attacked 
the  status  quo  and  civil  rights  issues.   It  was  a  law  firm  that 
represented  the  underdog.   So  Jerry  Brown  made  Gnaizda  deputy 
secretary  of  health  and  welfare.   Mario  Obledo  was  a  leading 
Hispanic  activist  whom  he  made  the  head  of  the  agency. 

So  apparently  the  advisors  to  Jerry  suggested  that  if  he 
really  wanted  to  turn  the  rehab  system  upside  down  that  he  should 
bring  in  this  feisty  symbol  of  disability  rights. 

O'Hara:   Had  Ed  lobbied  for  the  job  at  all? 

Leon:  I  think  Ed  was  approached  by  Phil  Neumark  and  some  other  people, 
possibly  Abascal,  and  I  think  he  did  lobby.  I  was  not  a  part  of 
that,  really.  I  don't  know  too  much. 

I  remember  Ed  telling  me—when  Ed  was  a  candidate—he  and  I 
went  to  see  one  of  the  regional  directors  of  Rehab,  and  he  was 
telling  me  that  this  guy  was  his  chief  competitor.   I  remember 
looking  at  the  guy,  and  the  guy  was  a  pretty  conventional 
bureaucrat,  and  I  thought  [laughing]  the  guy  obviously  was  going 
to  be  overshadowed  by  Ed's  col  or fulness  and  charisma  and 
persuasiveness . 
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But  Jerry  Brown  liked  to  listen  to  people  who  were 
different.   Many  of  these  people  that  were  active  with  Jerry  were 
involved  in  the  San  Francisco  Zen  Center.   It  was  a  particular 
kind  of  person.   These  people  tended  to  understand  Ed,  and  to 
understand  that  Ed  was  speaking  from  his  heart  and  his  gut  and 
that  he  was  speaking  about  the  rights  of  people  who  have  been 
overlooked  and  ignored. 

O'Hara:   How  did  you  feel  about  the  appointment? 

Leon:    I  was  frightened  for  CIL.   I  thought  that  it  would  be  very  hard 
for  CIL.   I  was  disappointed  to  have  him  leave.   I  thought  there 
would  be  no  one  there  who  would  want  to  do  the  kind  of  program 
development  that  I  was  enjoying  doing  and  that  I  would  get  bored 
doing  just  fundraising  for  the  continuation  of  programs.   But,  I 
was  very  impressed.   I  thought  that  he  would  make  a  huge  impact 
and  that  new  opportunities  were  just  opening  up.   I  was  very 
impressed  with  the  way  the  world  was  beginning  to  change. 

O'Hara:   You  said  that  about  CIL,  too.   What  was  it  about  that  time  that 
made  opportunity  just  flourish? 

Leon:     It  was  the  development  of  the  critical  mass.   It  was  getting 

enough  disabled  people  together.   They  were  young  and  they  were 
hungry  and  ambitious,  and  they  were  all  subsidized  by  SSI 
[chuckling],  and  they  had  no  place  else  to  go.   They  didn't  have 
anything  to  do.   They  would  go  to  school,  but  they  couldn't  get 
jobs.   They  didn't  have  very  many  options  for  where  to  live,  what 
to  do.   And  the  dream  was  so  contagious.   I  don't  know. 

I  was  surprised  when  I  learned  what  Judy  was  doing  in  New 
York  and  that  there  were  things--!  was  totally  surprised  about 
Kitty's  experience  in  Champaign-Urbana.   I  thought  that  it  was  all 
starting  right  there  in  Berkeley.   But  I  think  it  was  just  that  I 
could  see  it  right  there. 

O'Hara:   It  seems  to  rae--and  maybe  I'm  guilty  of  the  same  thing,  living 

here—but  do  you  think  that  Berkeley  became  the  most  famous  center 
for  this  action,  whatever  was  happening? 

Leon:     Berkeley  quickly  became  the  place  to  come  to  if  you  were  disabled. 
O'Hara:   Why?   How  did  it  get  all  the  notoriety? 

Leon:     People  were  drawn  by  the  availability  of  attendant  care.   Twenty- 
five  years—well,  twenty-seven  years  ago  now—California  had 
introduced  the  In-Home  Supportive  Services  System.   There  had  been 
a  program  in  the  state  of  California  for  Aid  to  the  Totally 
Dependent,  I  think. 
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O'Hara:   Disabled. 

Leon:    Disabled.   Then  the  feds  put  through  the  Supplemental  Security 
Income  system,  the  SSI  program,  and  the  states  could  supplement 
the  SSI  program.  And  California  and  [Assemblyman]  Phil  Burton 
began  to  work  on  how  we  maintain  this  existing  program,  Aid  to  the 
Totally  Disabled,  as  well  as  have  this  new  Supplemental  Security 
Income  program.   Hale  got  involved  in  the  discussions,  and  I  don't 
know  who  else,  but  they  developed  the  In-Home  Supportive  Services 
program.   It  was  the  best  program  in  the  country  for  someone  with 
severe  disability.   It  was  the  only  program  in  the  country  that 
let  someone  who  is  severely  disabled  hire  their  own,  pick  their 
own  person.   And  it  was  the  only  program  for  years. 

You  know,  California—you  got  your  disability  benefit  and 
then  you  got  your  supplemental  disability  benefit  from  the  state, 
and  then  you  got  you  IHSS,  and  it  was  enough  money  to  live  on.   In 
some  degree  it  existed  in  New  York  and  there  were  pockets  in  other 
parts  of  the  country  where  something  similar  occurred.   But 
nothing  on  the  scale  of  Berkeley.   Very  quickly  did  the  message 
get  out  to  disabled  people  that  it  was  easier  to  live  in  Berkeley. 
We  would  talk  about  the  new  disabled  people  arriving  in  Berkeley 
every  week,  and  it  began  to  be  a  source  of  concern  for  the 
community,  so  many  disabled,  wheelchair-bound  people  in  the 
country  were  coming  to  Berkeley. 

Now,  I  don't  really  know,  I'd  have  to  really  think  about  the 
chronology,  but  I  know  that  when  Ed  went  to  Rehab  the  very  first 
year,  he  put  out  this  grant  announcement  for  independent  living 
centers.   That  took  about  a  year  for  ten  programs  to  apply.   That 
in  itself  didn't  bring  a  lot  of  notoriety.   He  got  some  money  from 
the  feds  for  a  conference,  the  first  independent  living 
conference.   By  that  time,  I  had  come  to  Sacramento,  and  I 
organized  the  conference.  We  had  it  at  the  Claremont  Hotel.   It 
was  the  first  conference  that  was  given  for  the  purpose  of  talking 
about  independent  living,  and  it  was  a  national  conference. 

CIL  gained  its  real  notoriety  from  the  504  demonstrations. 
I  can  remember—when  we  were  first  in  Sacramento--!  can  remember 
Tom  Brokaw  coming  out  to  see  Ed.   I  can  remember  a  number  of  other 
media  people  who  came  out,  who  were  very  curious.   Ed  used  this 
position  in  California  as  one  to  immediately  start  to  try  to  get 
more  attention  in  Washington,  D.C.   I  can't  remember  how  much  we 
went  to  Washington,  D.C.,  before  Ed  went  to  Sacramento.   I  know 
once  we  were  in  Sacramento,  we  did  a  lot  of  lobbying  in 
Washington,  and  we  involved  Judy  (who  was  still  at  CIL),  and  Judy 
went  with  us  on  several  of  them.   But  I  don't  really  remember  a 
lot  of  lobbying  before  that. 


O'Hara:   Who  were  you  talking  to  in  Washington? 

Leon:  We  talked  to  [Senator]  Paul  Simon.  He  was  very  sympathetic.  We 
talked  to  [Senator]  Teddy  Kennedy. 

O'Hara:   Senator  Simon? 

Leon:     The  senator  from  Illinois,  yes. 

O'Hara:   And  Ted  Kennedy? 

Leon:    We  talked  to  Brademas.   Senator  [John]  Brademas  was  the  chair  of 
the  subcommittee  of  the  education.   The  old-timer  that  was  most 
sympathetic  was  Senator  Brademas.   But  he  retired  just  shortly 
after  we  began  being  active  in  Washington.   Over  the  years,  we 
talked  to  [Senator  Robert]  Dole  and  to  [Senator]  Orrin  Hatch.   We 
mostly  focused  on  the  subcommittee  on  the  disabled  that  was  in  the 
education  committee  in  the  Senate,  and  there  was  a  subcommittee  on 
the  House  side  also.   We  went  over  and  dealt  with  Ways  and  Means 
and  Finance  because  of  the  Social  Security  disability  benefits. 

When  we  were  in  Sacramento,  one  of  our  goals  was  to  do 
something  about  the  disincentives  in  the  Social  Security  system. 
Another  major  goal  was  to  do  something  about  the  vocational 
rehabilitation  system.   At  that  time,  the  system  was  called  the 
vocational  rehabilitation  system,  and  we  wanted  it  changed  to 
rehabilitation.   We  did  less  work  in  special  ed.   Judy  was  always 
involved  in  special  ed,  but  Ed  and  I  really  did  not  do  that  much 
work  in  special  ed. 

O'Hara:  Were  the  meetings  with  these  senators  about  the  same  as  meetings 
with  foundation  people?  You  described  how  Ed  had  a  sense  of  his 
own  power  and  the  fear  he  inspired  in  people. 

Leon:     That's  one  of  the  things  I  was  aware  of--yes--he  would  go  into  it 
with  a  fair  amount  of  confidence  and  cockiness.   But  we  more  often 
than  not  missed  rather  than  hit,  especially  around  the  Social 
Security  disability  stuff.   We  talked  to  them,  and  they  weren't 
interested.   I  was  convinced  that  our  message  was  much,  much  too 
oriented  toward  describing  the  problems  individuals  had,  and  they 
were  simply  interested  in  the  impact  on  the  total  cost  of  the 
disability  insurance  program.   They  were  more  interested  in  the 
minutia  of  refining  and  reforming  disability,  and  we  were 
interested  in  transforming  the  whole  thing.  We  very  often  talked 
at  cross  purposes.   They  would  shrug  their  shoulders  and  say  we'd 
have  to  bring  data,  and  we  didn't  have  any  data.  All  we  had  were 
people's  stories. 
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O'Hara:   Was  the  subject  rather  new  to  most  of  the  people,  most  of  the 
senators? 


Leon:    Back  then,  in  the  middle  seventies,  I  think  they  certainly  were 

unaccustomed  to  having  disabled  people.  Again,  we  would  go  places 
where  there  would  be  a  lot  of  inaccessibilities.   Not  a  lot  of 
accessibility  on  Capitol  Hill.   So  it  would  be  very  hard  to  get 
around.   I  think  they  were  very  familiar  with  parents.   I  think 
that  we  were  preceded  by  parents  and  followed  by  parents.   I  think 
the  advocacy  groups  that  had  certainly  preceded  us  were  parents 
and  parents  of  developmentally  disabled.   There  was  much  more 
sympathy  about  developmentally  disabled  children  than  about  the 
people  that  we  were  talking  about.   I  think  the  blind  had  preceded 
us.   They  were  accustomed  to  seeing  the  blind. 

O'Hara:   So  sometimes  three  of  you—you,  Judy  and  Ed--would  go  together? 

Leon:     Yes.   Sometimes  we  would  have  Hale  with  us.   Hale  very  early  would 
go  to  Washington  to  talk  about  Social  Security  disability  reform. 
Hale  would  get  involved  in  the  minutia.   He  would  work  with  the 
subcommittee  on  public  assistance  and  Ways  and  Means  on  some  of 
the  smaller  details.   Ed  was  called  to  testify  on  several 
occasions,  but,  you  know,  our  message  was  pretty  limited.   We 
didn't  have  too  much  information,  and  we  certainly  didn't  have 
statistics  or  any  kind  of  studies. 

In  the  beginning,  we  couldn't  even  tell  you  how  many  people 
CIL  served.   It  wasn't  until  we  got  the  state  program  on 
independent  living  centers  funded  that  the  state  started  to  put 
down  some  regulations  and  requirements,  reporting  requirements 
that  CIL  and  the  other  programs  had  really  resisted  as  strongly  as 
they  could.   But  these  requirements  made  them  count  the  number  of 
people,  and  there  became  this  big  question—there  was  a  lot  of 
fear  on  the  independent  living  centers  side—that  the  system  would 
discount  their  figures  and  say  they're  not  enough  or  they  don't  do 
enough,  and  so  there  was  a  great  unwillingness  to  do  it.   I  don't 
think  they  necessarily  did  it  all  that  honestly. 

You  know,  we  would  count  phone  calls.   You  know,  what's  a 
service?  There  were  arguments  or  stalemates  over  what  a  service 
was.   And  counting  clients— individually,  singularly,  or  counting 
each  time  they  called.  All  those  issues  came  up.   So  there 
weren't  very  good  statistics  at  all. 
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CIL  Notoriety  from  San  Francisco  504  Sit-in  and  Hearing  on 
Independent  Living 


Leon:     In  my  mind,  it  really  wasn't  until  the  504  demonstration,  during 
the  504  demonstration  there  was  a  hearing  in  the  federal  building 
while  they  were  demonstrating,  and  that's  the  one  you  have  a  video 
of  and  Ed  and  Judy  and  Debby  and  Phil  Neumark  testifying.   That 
was  followed  by  a  hearing  that  was  held  at  CIL.   That  hearing  at 
CIL  seemed  to  be  a  really  important  hearing.   That  had 
[Representative]  Phil  Burton,  and  that  had  the  Republican  senator 
--I  think  from  Vermont.   What  was  his  name?   Stefans  or  Stafford. 
[Senator]  Stafford.   It  was  really  important  that  it  was 
bipartisan  in  their  mind.   It  was  Phil  Burton  and,  I  think, 
[Congressman]  George  Miller  and  Stafford.   That  hearing  was  an 
important  step  toward  getting  some  sort  of  independent  living 
title  into  the  Rehab  Act.   Fortunately,  we  were  dealing  with  a 
system  that  was  reauthorized  every  three  years.   The  rehab  system 
was  reauthorized  by  legislation. 

O'Hara:  That  hearing  came  soon  after  the  504  sit-in? 

Leon:  Yes. 

O'Hara:  Was  it  about  the  regulations  that  were  published? 

Leon:  No,  no.   It  was  about  independent  living. 

O'Hara:  So  it  wasn't  terribly  related  to  504. 

Leon:     But  it  was  stimulated  by  it,  and  it  was  the  same  subcommittee  and 
it  was  the  same  people  from  Washington. 

O'Hara:   Can  you  describe  that  meeting?   What  did  it  look  like? 
Leon:     Oh,  gee. 
O'Hara:   Were  you  there? 

Leon:     Yes,  yes.   Well,  you  know,  CIL  is  a  funky  place.   It  was  over  on 
Telegraph  Avenue,  and  there  was  a  big  room  in  the  back,  and  the 
big  room  in  the  back  still  looked  like  an  auto  repair  area—high 
ceiling  and  dirty  floor.   It  was  really  not  used  by  CIL  very  much. 
They  had  benches  and  stuff  back  there.   They  had  all  kinds  of  junk 
all  around  the  sides.   It  was  a  place  where  people  put--CIL  always 
looked  sort  of  trashed  a  little.   It's  kind  of  like  its  style. 
But  this  big  room  looked  like  that.   They  had  lots  of  wooden 
chairs,  and  there  were-- 
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it 

O'Hara:   I  think  you  got  cut  off.   You  were  saying  there  were  lots  of 
people  from  the  community  there. 

Leon:    Yes,  lots  of  disabled  people.   As  usual,  maybe  only  a  third  of  the 
room  had  chairs,  and  the  rest  was  for  people  in  wheelchairs. 
There  were  never  many  chairs  around  CIL.   It  was  Just  a  few 
people,  they  came  in  and  there  was  some  kind  of  tape  recording 
system,  recorder.   I  can  remember  discussions  about  who  would 
speak.   Judy  had  an  awful  lot  to  do  with  who  would  speak,  as  did 
Ed.   1  don't  remember  anyone  else. 

As  far  as  I  can  remember,  most  of  this  was  dominated  by  Judy 
or  by  Ed.   There  were  a  lot  of  personal  stories;  and  they  made 
sure  there  was  a  good  diversity  among  the  speakers,  so  there  were 
blind  and  deaf.   They  wanted  to  show  off  the  range.   Mostly  they 
talked  about  emotional,  personal  stories.   I  do  have  the 
transcript  of  that  hearing  at  WID  in  our  library.   And  it's  fun. 

O'Hara:   Was  it  due  to  Ed  or  Judy  that  the  hearing  was  at  CIL? 

Leon:    Oh,  I'm  sure  it  was.   I  think  it  was  a  discussion  with  Burton. 

One  of  the  things  that  happened  was  that  Jim  Donald  was  at  the  504 
demonstration.   He  was  one  of  the  demonstrators.   He  went  to  law 
school  with  George  Miller.   Jim  called  George,  and  George  was  a 
junior  representative  in  Washington.   He  was  a  young  guy,  you 
know?   He  came  out.   We  used  George  Miller's  office  for  years  as  a 
headquarters  in  Washington.   George's  interest  became  families  and 
children.   In  fact,  he  formed  the  select  committee,  I  think,  on 
families  and  children.   But  he  was  and  his  staff  was  very 
supportive  and  he  did  whatever  he  could  to  help. 

But  it  was  just  people  like  that.  We  just  happened  to 
interest  this  Republican  senator,  Stafford,  who  just  for  some 
reason  was  intrigued  by  this. 

O'Hara:   What  was  the  result  of  the  hearing? 

Leon:    It  led  to  work  on  the  reauthorization--it  led  to  a  determination 

to  put  a  title  into  the  Rehabilitation  Act  for  independent  living. 
You  know,  the  Rehabilitation  Act  had  a  title  for—had  this  Section 
504  in  it  —  and  the  Rehabilitation  Act  was  authorized  out  of  this 
Committee  of  Education  in  the  Senate.   It  was  the  one  committee  we 
had  worked  closely  on.   Teddy  Kennedy  was  on  the  committee. 
Brademas  chaired  the  committee.   Even  when  it  became  controlled  by 
Republicans,  Orrin  Hatch  chaired  the  committee,  but  Orrin  Hatch 
was  very  supportive  of  disability  and  disabled  people. 
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There  was  a  curiosity  among  these  congressmen.   Why  not? 
There  was  this  very  strong  feeling  among  the  federal 
administration  that  independent  living  didn't  fit  into  a 
vocational  rehabilitation  program.   But  there  was  no  place  else  to 
put  it.   The  first  title  of  independent  living  really  defined 
independent  living  as  a  service  for  people  who  were  too  severely 
disabled  to  be  vocational  rehabilitation  clients. 

So  it  was  hotly  debated,  whether  the  rehab  system  should  go 
beyond  being  an  employment  program.   The  traditional  rehab  leaders 
all  felt  that  the  rehab  system  was  strongly  supportive  —  still  to 
this  day  they  feel  this  way—that  the  rehab  system  has  been 
strongly  supported  in  Congress  because  it  gives  a  ten  dollar 
return  on  every  dollar  spent  on  a  rehab,  supposedly.   This  is  one 
of  those  vague  and  loose  statistics  that's  been  bandied  about  for 
many,  many  years,  about  this  ten  to  one  ratio. 

O'Hara:   Because  of  the  employment  and  taxes  that  result? 

Leon:    Yes.   Yes,  yes,  yes.   They  thought  if  people  were  helped  to  be 

independent  then  they  wouldn't  return  anything;  they'd  just  stay 
on  benefits,  and  it  would  just  be  greater  costs  to  the  country. 

O'Hara:   But  you  feel  that  this  is  a  pretty  loose- 
Leon:    The  ten  to  one? 
O'Hara:   --theory? 

Leon:     It  was  based  on  the  most  vague  and  loosest  of  economic  analysis. 
Number  one,  rehab  had  absolutely  no  record  of  anyone  who  has  been 
employed  more  than,  I  think,  sixty  days  they're  required  to  keep  a 
record,  and  that's  all  they  had.   So  they  had  no  information 
historically.   There's  never  been  any  longitudal  study  of  any  kind 
about  people  staying  employed.   In  fact,  the  studies  that  have 
been  done  by  Monroe  Berkowitz  and  others  show  that  most  people  do 
not  stay  employed.   So  it's  totally  hypothetical.   You  know,  if 
you  go  to  work  at  twenty-one  because  you've  been  rehabbed,  and  you 
can  be  expected  to  get  increases  in  salary  every  two,  three  years, 
and  you  will  be  paying  "x"  amount  in  taxes  over  your  lifetime.   It 
never  changed.   It  was  always  ten  to  one. 

O'Hara:  This  occurred,  then,  in  1978,  after  the  sit-in. 

Leon:  Yes. 

O'Hara:  You  and  Ed  and  Jim  were  all,  then,  up  in  Sacramento. 

Leon:  Yes. 
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O'Hara:   But  you  were  down  here  for  the  hearing. 

Leon:     Yes.   Ed  had  both  of  us  down  here.   He  would  come  down  and  visit 
on  the  outside.   Once  we  managed  to  push  our  way  inside  to  — 

O'Hara:   You're  talking  about  the  sit-in? 

Leon:    The  sit-in,  yes.   Because  those  are  the  federal  offices,  and  we 
had  dealings  with  the  federal  offices.   Herb  Leibowitz  worked  in 
that  building,  and  we'd  get  Herb  to  let  us  in.   But  we  were 
outside,  and  Jim  Donald  joined  the  demonstration.   But  there  was 
some  question  about  whether  the  rest  of  us—whether  any  of  us  — 
could,  since  we  were  paid  by  the  state  and  we  were  paid  out  of  a 
state-federal  program:  80  percent  federal,  20  percent  state.   So 
we  didn't  demonstrate.  We  just  assisted. 

You  know,  they  would  tell  me  what  they  needed,  and  then  we'd 
figure  out  how  to  get  it.   I  know  that,  as  I  said  before,  Ed 
called  Jerry  Lackner,  who  was  director  of  health,  and  he  had 
people  bring  in  all  these  mattresses  and  other  things  for  people 
to  sleep  on  and  I  think  other  kinds  of  washing—you  know,  just 
basic,  basic  health— 

O'Hara:   So  you  and  Ed  were  down  there  more  than  one  day. 

Leon:    Oh,  yes.   I  was  down  there  a  couple  of  times  a  week.   Jim  Donald 
was  there  almost  every  day,  and  Ed  came  down  every— maybe  once  a 
week.   We'd  be  outside  and  meet  with  them  outside  or  do  whatever 
we  could.   Talk  to  the  press.   Ed  got  Jerry  Brown  to  agree  that 
Rehab  would  do  a  video,  a  film  of  the  demonstration,  that  it  would 
be  an  educational,  historically  important  film.  We  entered  into  a 
contract  with,  I  think  it  was,  the  Department  of  Transportation 
that  had  the  filming  capability,  and  they  came  down  and  they  were 
filming  it  every  day.   They  filmed  the  hearing  for  us.   Then  I 
worked  on  the  script,  and  we  were  writing  the  script  up,  and  I  was 
involved  in  putting  the  script  and  cutting  the  video.   We  put 
together  a  rough  cut  and  gave  it  to  the  governor,  and  the  governor 
said  it  was  too  political,  that  the  state  could  not  do  any  more 
work  on  the  film. 

O'Hara:   Jerry  Brown  said  that? 

Leon:    Yes.   So  they  gave  us  the  film.   I  took  the  film,  and  I  gave  it  to 
the  Pacific  Film  Archive  because  we  had  to  get  rid  of  it  because 
we  were  afraid  it  would  be  confiscated  or  something.   So  it  was 
given  to  us,  and  we  got  rid  of  it.   It  was  later  that  the  Pacific 
Film  Archive  gave  it  back  to  WID  and  it  became  the  property  of 
WID. 
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O'Hara: 
Leon: 


O'Hara: 


Leon: 


That's  interesting. 

But  that  was  fun,  you  know?   Ed  fielded  a  lot  of  press  calls. 
There  was  a  lot  of  press  about  it.   He  went  about  as  far  out  as  he 
could.   I'm  sure  he  went  much  further  than  any  other  state 
official  would  have  gone  in  terms  of  supporting  it.   He  was  a 
visible,  external  leader. 

I  can  remember  writing  some  civil  rights  speeches  at  the 
time.   There  were  some  journals  that  asked  for--at  that  time,  I 
was  ghost-writing  articles  for  him,  as  well  as  doing  a  lot  of  his 
speeches.   I  would  just  outline  the  speeches  because  he  wouldn't 
give  a  set  speech;  he  would  just  follow  an  outline.   But  we  had 
things  published  in  some  civil  rights  journal.   I  know  there  was  a 
federal  agency  that  contacted  us  and  wanted  us  to  do  a  monograph 
on  independent  living,  and  I  wrote  the  opening  and  closing  of  it, 
and  then  we  subcontracted  with  Sue  Stoddard,  who  wrote  the  middle 
part  about  independent  living  centers  in  California. 

But  there  was  quite  a  bit  of  publicity  that  came  out  at  the 
time  of  the  504.  The  504  was  a  very  big  deal.  I  don't  remember 
anything  that  generated  anywhere  near  that  kind  of  publicity. 


Both  for  CIL  and  for  Ed  in  Sacramento,  I  assume, 
shine  on  him  also? 


Did  the  light 


You  see,  Ed  was  our  highest-ranking  official  with  a  disability. 
He  had  a  surprising  amount  of  access  because  of  his  state  office. 
He  became  active  in  the  organization  of  state  directors  of 
vocational  rehabilitation  [Council  of  State  Administrators  of 
Vocational  Rehabilitation--CSAVR] .   Most  of  them  really  disliked 
Ed  and  thought  he  was  pushy  and  also  that  he  was  distorting  rehab. 
The  rehab  agency  was  very  much  an  old-boy  network  of  people  who 
had  had  the  jobs  for  a  long  time.   It  was  just  surprising  to  me 
that  a  state  director  of  rehab  might  stay  on  that  job  for  fifteen 
or  twenty  years,  and  each  governor  who  would  come  in  would  just 
leave  the  person  in  there,  because  it  was  a  small  agency  and  was 
fairly,  I  guess,  esoteric  and  wasn't  very  controversial,  I  guess. 


Appointment  as  Assistant  Director  of  Vocational  Rehabilitation. 
1976 


O'Hara:   We  kind  of  leaped  from  CIL  to  rehab,  and  somehow  you  got  up  there. 
Why  did  you  go  to  Sacramento? 
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Leon:    It  was  gradual.   I  would  keep  in  touch  with  Ed.   Right  after  Ed 

went  to  Sacramento,  he  and  Catherine  got  married.   I  had  been  good 
friends  with  the  two  of  them,  and  went  to  their  wedding.   We  were 
all  at  their  wedding.   They  would  visit  with  me  when  they  came 
down  here,  and  I  would  visit  them.   But  I  would  hear  from  Ed  and 
from  Catherine  about  the  troubles  that  Ed  was  having  in 
Sacramento,  and  I'd  hear  it  from  Herb  Leibowitz  and  other  people- 
about  how  difficult  it  was  to  get  the  people  in  Sacramento  to 
follow  through  on  what  he  wanted.   How  he  felt  isolated.   There 
was  a  thought  that  he  was  alienating  counselors  or  some 
counselors. 

Catherine  started  to  call  me  and  tell  me  that  he  needed  me 
in  Sacramento,  that  he  wasn't  able  to  complete  many  of  the  things 
he  started  because  he  had  no  one  in  there  who  really  supported  him 
or  was  willing  to  push  his  agenda.  At  one  point,  and  I  don't 
remember  what  happened  at  CIL,  at  one  point,  I  called  up  and  I 
said,  "If  you  do  want  me  to  come  to  Sacramento,  I'd  be  willing  to 
do  that."  I  don't  know  what  possessed  me  to  agree  to  that, 
because  it  was  so  far  away. 

But  I  was  annoyed  with  something  at  CIL,  and  I  felt 
frustrated  at  not  being  able  to  do  much  of  anything.   I  do  think 
that  I  was  troubled  by  the  pace  with  which  things  were  moving  at 
CIL.   I  always  have  trouble  when  the  emphasis  is  on  doing  what 
we're  doing  [laughing],  rather  than  adding  something  new  or 
growing  in  a  certain  area.   I  worry  about  the  future.   If  we're 
not  aggressively  going  toward  the  future,  I  worry  about  it.   I 
just  wasn't  feeling  as  though  CIL  was  moving,  and  I  thought  the 
action  was  in  Sacramento,  too. 

I  remember  going  up  to  Sacramento  for  Ed's  swearing  in.   I 
remember  driving.   I'd  never  been  to  the  capitol  before.   I 
remember  driving  over  the  bridge  and  toward  the  capitol,  and  I  was 
so  impressed.   I  thought,  "We  are  going  to  change  the  state. 
We're  going  to  change  this  country!   Ed's  going  to  do  that."   I 
remember  watching  him  get  sworn  in,  and  then  when  I  said  that  I'd 
be  willing  to  go  up,  I  remember  going  up  for  the  first  time.   I 
was  just  so  full  of  this  sense  that  I  was  going  to  do  something 
and  I  was  going  to  be  a  part  of  some  historical  thing.   I  was 
really  very  taken  by  it  and  very  inspired. 

Ed  brought  me  in  as  a  "special  assistant."  It  was  like  the 
lowest  rank  of  the  professional  class.   There  were  all  the  civil 
service  requirements,  but  because  I  would  be  working  directly  for 
him,  he  could  add  specific  requirements  that  were  unique  to  me 
[laughing],  and  I  went  through  the  interview  process  and  the  exam 
and  all  that,  and  I  got  appointed-- 
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[tape  interruption] 
O'Hara:   You  were  talking- 
Leon:    Oh,  about  how  I  felt  going  to  Sacramento. 
O'Hara:   You  were  a  special  assistant. 
Leon:     Yes. 
O'Hara:   Ed  assigned  you  a  special  job. 

Leon:    The  first  thing  that  I  remember  doing  is  working  on  helping  him 
focus  his  speeches. 

O'Hara:   Did  you  have  your  own  office  up  there? 

Leon:    Yes. 

O'Hara:   And  was  it  near  him? 

Leon:    Yes,  it  was  the  executive  offices  on  the  third  floor,  and  there 
were  three  or  four  private  offices.   For  some  reason,  I  came  in 
just  as  John  Hessler  was  leaving.   We  may  have  overlapped  a  week 
or  something  like  that.   But  John  moved  on  to  the  Department  of 
Health. 


Adversarial  Relationships  over  Ed  Roberts'  Priorities  for  State 
Services 


O'Hara:   John  had  been  doing  what? 

Leon:    John  had  been  the  assistant  director,  which  was  the  job  title  that 
I  assumed  a  little  bit  after  that.   His  job  had  been  to  run  the 
competition  for  independent  living  centers,  the  RFP,  and  to  host  a 
consumer  conference  that  the  state  Department  of  Rehab  gave  for 
disabled  people.   He  did  both  of  those.   I  don't  know  what  all 
transpired.   That,  of  course,  as  far  as  I'm  concerned,  the  RFP  was 
a  success.   I  mean,  they  funded  ten  programs.   It  was  very 
controversial.   But  I  think  that  John--I  think  there  was  some  kind 
of  falling  out  or  some  kind  of  feeling  between  John  and  Ed--that 
John  didn't  want  to  work  there  anymore. 

O'Hara:   Why  was  the  competition  for—the  beginning  ILPs-- 


Leon:    I  thought  I  had  mentioned  this  before.   The  feds  had  just 

introduced  a  new  funding  authority.   They  called  it  Innovation  and 
Expansion.   A  few  years  before.   There  was  a  certain  amount  of 
line  items  for  that  each  year.   Ed  decided  that  innovation  in  the 
voc  rehab  system  was  independent  living,  and  everybody  else  in  the 
country,  especially  those  in  Washington,  thought  that  innovation 
was  something  like  what  would  make  vocational  programs  a  little 
more  effective.   They  certainly  didn't  think  that  an  independent 
living  stream  was  the  kind  of  innovation  that  was  intended  by  the 
Congress. 

O'Hara:   You  did  mention  something  about  that. 

Leon:     Ed  didn't  bother  asking  whether  he  could  use  the  funds  in  this 
way,  he  just  told  John  to  go  ahead  and  do  it.   The  fact  that  he 
had  John  do  it,  rather  than  the  department  within  rehab  that  is  in 
charge  of  grants  and  contracts,  also  made  it  controversial.   And 
that  it  was  restricted  to  disabled-run  programs  was  also 
controversial  in  the  state  because  all  the  rehab  facilities  would 
want  the  money;  they  thought  they  were  innovative.   They  always 
thought  they  had  a  right  to  the  independent  living  money  and  that 
they  could  do  the  independent  living  services.   They  thought  they 
could  do  them  better  because  they  were  more  experienced  at  service 
provision. 

It  really  was  a  matter  of  Ed  having  John  beat  the  bushes  to 
find  disabled  people  who  would  put  together  a  group,  a  board,  and 
could  apply  for  the  money.   It  was,  again,  a  closed  system.   And 
it  was  controversial.   Rehab  has  a  system  in  place  around  the 
state  where  it  would  have  local  offices  and  the  offices  would  be 
tied  to  a  grants  person  like  Ramon  [Jimenez],  and  the  grants 
person  would  develop  programs  in  the  community  that  the  counselors 
wanted.   Here  Ed  was  going  and  funding  other  programs,  which  the 
counselors  didn't  want  and  which  the  grants  people  didn't  have  any 
role  in. 

So  there  was  a  great  deal  of  disagreement,  to  say  it  mildly, 
in  Rehab.   The  rehab  agency  thought  that  Ed  was  trying  to  ram 
independent  living  down  their  throat  and  that  rehab  counselors 
wouldn't  be  valued  for  what  they  used  to  do,  that  no  one  was 
important  but  the  client.   It's  amazing.   It  was  an  amazing  system 
in  the  way  it  ignored  the  client  and  in  the  way  it  was  a  system 
that  became  one  that  supported  the  professionals  who  worked  in  it. 
It  really  was.   It  was  even  unself -conscious  about  it  by  that 
time,  it  had  done  it  so  long. 

O'Hara:   Prior  to  Ed  being  there. 
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Leon:    Yes,  yes.   It  was  very  resistant  to  change.   I  don't  know,  I  think 
it  wore  John  down.   I  think  it  was  something  that  got  to  him.   I 
know  by  the  time  I  got  to  Sacramento  a  year  later,  Jim  Donald  was 
pretty  embattled.   You  know,  he  was  fighting  with  everybody. 

O'Hara:   Would  representatives  of  the  rest  of  the  department  from  all  the 
state  come  up  and  take  on  Ed  and  Jim  and  John? 

Leon:    There  was  an  executive  committee.   The  system  is  that  the  governor 
appoints  the  director,  and  then  there's  usually  someone  that's 
from  the  system  that  comes  in  as  the  chief  deputy.   The  chief 
deputy  is  someone  who  has  a  great  deal  of  experience  running  a 
government  agency.   Jerry  Brown  had  put  in  a  guy  named  Soderberg 
as  Ed's  chief  deputy.   Dick  Soderberg  was  his  name.   He  was  an 
older  guy,  and  he  did  things  according  to  the  book.   He  really 
didn't  like  Ed's  interference  very  much  in  the  day-to-day 
operations  of  the  rehab  agency. 

The  day-to-day  operations  of  the  rehab  agency  was  a  great 
deal  about  how  you  spent  your  money  and  how  you  justified  what  you 
did  to  the  legislature.   If  you  kept  out  of  controversy  and  if  you 
follow  the  rules.   It  wasn't  about  change.   You  had  a  civil 
service  system  that  really  supported  the  status  quo.   Like,  there 
was  nothing  he  [Ed]  could  do  about  finding  rehab  counselors  who 
were  disabled  because  they  had  to  go  through  the  system.   The 
system  was  such  that  they  had  to  go  and  get  a  master's  in  one  of 
the  rehab  counseling  programs  and  there  weren't  disabled  students 
in  the  master's  programs,  so  he  couldn't  get  them. 

So  Ed  announced  that  he  wanted  to  take  on  a  certain  number 
of  rehab  counselor-trainees  that  wouldn't  have  gotten  their 
master's.   The  district  administrators  balked  at  bringing  in 
someone  that  didn't  have  that  kind  of  credential.   And  then  Ed 
would  pressure  them  to  do  that  and  to  bring  in  minorities.   It  was 
difficult  because  it  was  working  against  the  system.   The  system 
was  very  much  set  up  to  serve  the  people  that  were  in  the  system. 
That's  just  the  way  systems  grow. 

The  people  who  are  there  set  up  criteria  for  the  people  who 
follow  them,  and  the  criteria  they  set  up  are  always  much  more 
stringent  than  were  in  place  when  they  came  in.   It's  just  the  way 
systems  work,  and  bureaucracies  work. 

So  there  was  very  little  change  he  could  do.   One  of  the 
things  he  did  was  he  cut  out  a  whole  middle  section  of 
administration.   There  were  district  administrators,  and  then 
there  were  regional  administrators,  and  then  there  was  Sacramento. 
He  cut  out  that  middle  level,  and  that  caused  a  lot  of  distress 
within  the  agency  because  it's  a  small  agency  and  not  many 


promotional  opportunities.   People  were  entrenched.   But  he  was 
trying  to  shake  up  the  agency,  and  he  was  making  a  lot  of  enemies. 

So  by  the  time  I  came  in,  he  was  working  to  see  how  he  could 
be  effective,  you  know?  The  first  year  had  gone  by  with  some 
successes  and  some  lacks  of  successes,  and  John  was  leaving.   1 
came  in  and  focused  on  Ed's  speeches  and  on  his  PR  and  his 
advocacy  work.   My  primary  interest  was  on  federal  legislation  and 
advocacy  and  Ed  putting  out  the  message  about  independent  living. 

Within  a  year  that  I  was  there,  I  was  promoted  to  assistant 
director,  which  was  a  career  opportunities  appointment  or 
something,  where  you  have  to  get  appointed  and  you  have  to  get 
approved  by  the  governor.   That  made  me  a  member  of  the  executive 
committee,  and  the  executive  committee  ran  the  rehab  agency.   I 
was  the  only  female,  and  I  was  the  only  one  that  came  from  the 
independent  living  background,  and  Ed  rarely  attended. 

So  they  would  be  going  about  business  as  usual,  and  I  would 
be  piping  up  about  how  they  were  ignoring  what  he  wanted;  they 
were  doing  this  and  that;  and  it  was  a  pretty  adversarial 
situation.   It  was  hard  to  get  anything  done.   As  far  as  the  other 
members  of  the  executive  committee  were  concerned,  the  less  I  knew 
about  how  the  rest  of  the  organization  operated,  the  better  off 
they  were  because  I  was  just  the  leak  to  Ed. 

Ed  would  come  periodically,  but  he  usually  didn't  come  in 
early  in  the  morning.   That's  just  his  pattern.   I  found  myself  in 
the  situation  where  there  was  very  little  I  could  do  in  rehab 
unless  I  forced  my  way  into  a  meeting  or  something  like  that,  and 
I  could  do  a  great  deal  with  Ed  outside  but  very  little  inside. 
That  was  one  of  the  ways  in  which  I  met  Ramon  [Jimenez,  present 
husband] , 

O'Hara:   Stop!   We're  going  to  change  the  tape.   [laughter] 

II 
O'Hara:   That's  one  of  the  ways  you  met  Ramon. 

Leon:    You  know,  it  was  very  hard  to  assess  what  was  going  on  in  Rehab 

and  how  the  deputy  directors  and  how  the  different  divisions  were 
reacting  to  things  that  Ed  wanted.   What  was  causing  the  problem- 
why  we  wanted  to  get  something  done  and  it  never  got  done.   What 
usually  would  happen  was  things  never  got  done. 

O'Hara:   You  felt--or  at  least  you  feel  now—that  information  was  being 
withheld? 
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Leon:    Information  was  being  withheld;  the  people  just  didn't  do--just 
simply  didn't  do  it.   Or  they  figured  out  some  way  to  obfuscate, 
some  way  to  do  a  white  paper  for  the  executive  committee  meeting 
and  then  it  would  drag  on.   Things  would  take  a  year  that  didn't 
need  to  take  a  year.   But  I  was  always  looking  around  for  someone 
who  would  give  me  what  1  thought  was  an  honest  answer  to  a 
question.   I  felt  as  though  most  of  the  deputy  directors  were 
shining  me  on.   They  were  obsequiously  polite,  which  I  took  as 
being  a  male-female  thing,  you  know?   But  they  didn't  treat  me  as 
a  peer  for  the  most  part,  or  I  didn't  feel  as  though  1  was.   I 
felt  it  as  a  barrier.   I  felt  their  politeness  was  a  barrier. 

O'Hara:   There  were  deputy  directors  and  assistant  directors,  is  that 
right? 

Leon:     Yes.   There  was  only  one  assistant  director  in  the  agency,  and 

that  was  a  position  that  was  appointed  to  work  with  the  director, 
and  it  worked  on  all  the  things  that  the  director  wanted  to  do. 
The  deputy  directors  ran  each  of  the--l  think  there  were  five 
divisions  —  and  then  there  was  a  chief  deputy  director,  and  he  was 
in  charge  of  all  the  deputy  directors. 

O'Hara:   That  was  Soderberg? 

Leon:    That  was  Soderberg.   So  I  had  some  of  this  ex  officio  role  or 

something.   I  wasn't  responsible  for  one  of  the  five  divisions. 
Jim  Donald  was  also  an  outsider.   He  was  in  charge  of  legal,  but 
it  wasn't  one  of  the  divisions. 

O'Hara:   I  see.   Therefore,  you  were  always  looking  for  someone  to  give  you 
a  straight  answer. 

Leon:    Yes.   I  had  first  met  Ramon,  as  I  went  to  Sacramento,  the  state 

came  in  to  audit  CIL,  and  I  was  very  concerned  who  the  person  was 
who  was  going  to  be  doing  the  audit  or  responsible  for  the  day-to 
day  operation  of  the  audit,  and  it  was  Ramon.   I  made  a  point  to 
meet  him  because  I  wanted  to  size  him  up,  to  see  if  they  could  be 
trusted.   Because  I  really  thought  that  they  were  going  to  try  to 
screw  CIL  and  to  disallow  the  expenditures  that  CIL  made  because  I 
knew  how  weak  CIL's  accounting  system  was  and  all  that. 

He  would  seem  to  be  a  very  reasonable  person,  and  he  seemed 
to  understand  what  CIL  was  trying  to  do.   He  didn't  seem  to  have 
any  hype  about  him,  you  know?  He  just  was  a  reasonable  person. 
So  from  time  to  time  I  would  call  Ramon  and  I  would  ask  him  what's 
the  reaction  among  the  counselors  about  this  or  that,  or  what  do 
you  think  happened  here.   I  got  good  answers.   Then,  if  I  wanted 
to  help  CIL  get  money,  I'd  go  to  a  foundation  with  CIL  or  I  would 
sometimes  call  Ramon. 
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CIL  wanted  to  go  to  the  Office  of  Civil  Rights  for  some 
money  and  so  I  agreed  to  go  and  attend  the  meeting  and  I  asked 
Ramon  to  go  from  Rehab,  and  we  went  together  with  Phil  Draper,  to 
talk  to  them  about  why  it  should  support  CIL.   I'd  do  that.   He 
seemed  to  be  an  okay  person. 

Judy  was  getting  along  with  him,  and  Judy  was  interacting 
with  him  from  CIL.   So  that's  how  I  met  Ramon.   That's  where  it 
started  and  ended.   I  mean,  that's  where  it  was. 

One  of  the  things  I  forgot  to  tell  you  was  that  after  Ed 
went  to  Sacramento,  the  chair  of  the  board  at  CIL  was--oh,  what's 
his  name?   "Quasimodo."   He  wrote  a  column  called  "Quasimodo"  for 
the  Berkeley  Voice.   Oh,  I  can  see  his  face.   But  anyway-- 

O'Hara:   Oh,  Michael- 
Leon:     Michael  Williams  was  the  chair  of  the  board.   I  remember  going 
with  Michael,  taking  Michael  Williams,  because  I  had  made  an 
appointment  with  the  Bank  of  America  Foundation,  and  we  had  never 
gotten  any  money  out  of  them.   I  remember  Michael  Williams  and  I 
went  over  there,  and  I  remember  we  got  out  of  the  van  and  Michael 
fell.   It  was  a  big  deal.   Everybody  in  San  Francisco  were 
gathering  around,  and  he  got  himself  up.   He  was  walking.   He  was 
all  upset.   I  remember  thinking  about  how  people  were  staring  at 
him  as  though  he  were  a  freak  or  something,  you  know? 

Then  we  went  into  this  Bank  of  America  Foundation,  and  I 
remember  meeting  Caroline  Boitano  for  the  first  time.   She  was 
very  lordly.   She  said  that  the  Bank  of  America  was  waiting  for 
the  President's  Committee  on  Employment  of  the  Handicapped  to  tell 
them  what  the  priorities  should  be  around  the  country,  and  that 
was  what  Bank  of  America  Foundation  was  going  to  fund  in 
California.   I  remember  telling  her  that  if  she  wanted  to  know 
what  the  priorities  were  in  California,  that  she  couldn't  find 
that  answer  any  place  better  than  she  could  at  CIL.   I  remember  we 
talked  her  into  coming  to  CIL.   They  agreed.   They  gave  us  a 
grant. 

It  was  just  one  of  those  interesting  things.   I  just 
remembered  that  incident.   It  became  a  story  that  I  told  because 
here,  again,  we  were  up  against  the  establishment,  saying 
(imitating],  We  are  waiting  to  hear  the  word  from  on  high  about 
what  we  should  be  focusing  on.  We  were  able  to  make  the  case  that 
we  knew  better,  right  here,  what  we  should  be  focusing  on  and  that 
they  needed  to  come  and  let  us  show  them,  and  that  they  did  come. 
I  just  remember  that  one. 

O'Hara:   That's  an  important  incident,  I  think. 
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Leon:     Yes.   I  remember  going  some  places  with  Phil  because  I  remember 
walking  around  San  Francisco  with  Phil  and  going  to  a  couple  of 
foundations.   I  know  that  we  did  that.   But  that's  what  I  did.   I 
would  make  appointments  with  foundations,  and  we'd  go  see  them  and 
we'd  talk  about  programs. 

This  is,  again,  looking  back  at  my  CIL  experience.   The 
problem  with  the  foundations  was  that,  as  I  remember,  they  were 
always  interested  in  money  for  new  programs.   If  we  were  out  there 
selling  old  programs,  they  weren't  going  to  keep  funding  them, 
unless  we  could  repackage  them.   I  didn't  have  the  feeling  that 
there  was  an  interest  in  repackaging  or  that  kind  of  creativity. 
You  know,  CIL  wasn't  in  that  place.   I  think  that's  one  of  the 
differences  that  occurred  when  Ed  left.   Then  they  started  to  have 
to  seek  other  funding. 

You  know,  afterward,  I  guess  two  years  into  my  tenure  in 
Rehab,  Ed  met  Russell  O'Connell,  who  was  then  the  state  director 
from  Massachusetts,  director  of  rehab  for  Massachusetts.   Russell 
was  very  outgoing,  and  he  was  very  intrigued  by  Ed.   He's  also  a 
very  can-do  person  that  sees  a  no  answer  as  a  challenge  to  reverse 
it.   Russell  suggested  to  Ed  that  Ed  invite  him  out  to  give  him 
some  advice,  because  Ed  was  complaining  about  what  was  going  on  in 
the  rehab  agency. 

I  had  started  to  attend  all  the  state  directors  meetings 
with  Ed,  when  I  could  get  out  of  the  state,  when  I  could  get 
permission  to  go  on  state  dollars.   Russell  came  out,  and  he  said 
that  in  his  opinion  one  of  the  big  problems  was  to  get  rid  of 
Soderberg,  that  Ed  was  never  going  to  be  able  to  make  the  changes 
in  rehab  that  he  wanted  to  make  as  long  as  his  chief  deputy  was  so 
entrenched  in  the  old  way  of  doing  things.   Russell  also  was  the 
one  that  engineered  John  Hessler  moving  into  Health. 

O'Hara:   Getting  him  the  job  in  there? 

Leon:    I  think  just  sort  of  helping—you  know,  it  may  have  been  helping 
open  the  job  in  Health  and  helping  John  decide  to  move. 

And  he  did  that.  Russell  started  the  difficult  process  of 
helping  Ed  get  rid  of  Soderberg.  Ed  had  a  very,  very  difficult 
time  getting  rid  of  Soderberg. 

O'Hara:   Did  Russell  stay  for  a  while? 

Leon:    He  would  come  and  visit  for  a  week  and  then  go  back  and  maybe  a 

couple  of  months  later,  come  back  for  a  couple  of  days.   He  would 
do  things  like  meet  with  Soderberg  and  talk  about  whether 
Soderberg  was  ready  for  retirement.   He  was  the  hatchet  man.   It's 
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really  ironic.   Eventually,  he  did  [leave] --it  was  a  big 
distraction.   It  took  much  of  a  year  for  Ed  to  get  the  opportunity 
to  hire  someone  else  to  replace  Soderberg. 

O'Hara:   Soderberg  finally  left? 

Leon:    Soderberg  finally  left.   He  was  transferred  to  another  agency.   I 
think  he  transferred.   I  think  he  looked  for  a  position  in  another 
agency.   It  was  very  difficult.   Bob  Gnaizda  may  have  some  memory 
about  it.  Because  Ed  had  to  have  the  agreement  of  the  Health  and 
Welfare  agency;  that  was  Gnaizda  and  Mario  Obledo.   They  were  not 
--they  had  real  doubts—I'm  sure  they  had  very,  very  strong  doubts 
about  whether  Ed  could  run  an  agency  like  that  and  to  be 
accountable  for  the  funds.   I  mean,  that  would  be  the  real 
question.   Soderberg  was  someone  that  could  be  trusted. 

I  mean,  running  a  government  agency  is  very  much  a 
bureaucratic  process,  you  know?   You  need  to  understand  how  the 
finance  office  works  and  how  the  budget  works  and  all  that  sort  of 
stuff,  and  you  can't  play  around  with  the  money;  you  can't  have 
exceptions  and  audits  from  the  feds  and  that  kind  of  thing. 

O'Hara:   It's  very  hard  to  make  change,  to  make  some  changes. 

Leon:    Yes.   Russell  calmly  suggested  that  Ed  ought  to  hire  the  person 
who  was  the  chief  deputy  for  Russ  in  Massachusetts,  which  I 
thought  was  a  crazy  idea.   I  wasn't  too  pleased  with  that  idea.   I 
was  suspicious  of  it.   But  that  is  what  Ed  finally  did.   It  was  a 
guy  named  Bill  McGauley.   So  he  came  from  Massachusetts  and  took 
over  as  chief  deputy.   It  turned  out  that  Bill  McGauley  did  work 
for  Ed,  where  Soderberg  didn't.   Bill  McGauley  did.   I'm  sure  that 
it  was,  in  retrospect,  a  good  move.   I  think  that,  in  retrospect- - 
you  know,  at  the  time  I  think  that  I  found  parts  of  it  quite 
frustrating—but  for  the  most  part  I  think  it  was  a  good  decision. 

Let's  see. 
O'Hara:   Were  you  in  on  these  decisions? 

Leon:    On  some  of  them.   Some  of  what  happened  to  me  was  that  I  was 

commuting.   When  I  first  went  to  Sacramento,  I  thought  I  would 
stay  there  during  the  week  and  come  back  on  the  weekends.   I  had  a 
friend  who  worked  for  the  UC  Berkeley  library  system,  and  she  had 
a  friend  who  worked  in  Sacramento  and  she  introduced  me  to  her 
friend,  and  her  friend  had  an  apartment  and  said  I  could  rent  a 
room  in  her  apartment,  and  I  looked  at  that.   I  had  two  kids  here 
in  junior  high.   I  didn't  want  to  do  that,  so  I  didn't  do  that. 
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I  made  some  arrangement  with  Ed  where  I  would  only  come  at 
the  maximum  of  four  days  a  week.   I  would  work  at  home  one  day  a 
week,  and  then  I  carpooled  with  some  other  state  appointees:  the 
head  of  the  Department  of  Housing  and  someone  from  the  Water 
Control  Board.   I  would  take  the  Greyhound  up  in  the  morning.   I 
was  limited  in  what  I  could  do  by  the  time  I  had  Sacramento.   So  I 
would  leave  meetings,  and  I  had  to  make  limits  on  what  I  would  do 
and  what  I  wouldn't  do.   So  I  was  partially  involved  in 
everything,  but  I  was  rarely  totally  involved.   So  I  would  be  in 
on  the  McGauley  meetings  and  then  something  would  happen. 

I  was  in  on  the  Soderberg  stuff  because  I  had  my  own 
difficulties  with  Soderberg,  and  Ed  had  this  reputation  among  us 
as  being  swayed  by  the  last  person  he  talked  to,  and  you  could  see 
it  happen.   Russell  and  I  have  laughed  over  the  years  about 
whether  Soderberg  was  going  to  be  fired  or  not.   It  was  touch  and 
go.   Because  you  couldn't  tell.   Ed  would  go  into  a  meeting  with 
Soderberg  and  you  thought  he  was  going  to  fire  him,  but  then 
Soderberg  would  talk  him  out  of  it  or  something. 

1  never  felt  a  real  ability  to  control  what  he  did,  but  1 
certainly  knew  I  had  a  lot  of  influence  to  the  degree  that  I  had 
the  time  and  energy  to  use  it.  And  I  did.   I  had  a  lot  of 
influence,  but  that  was  because  we  had  the  same--I  always  felt  as 
though  Ed  and  I  had  the  same—values  and  the  same  goals  and  that 
it  was  part  of  my  job  to  keep  him  focused  on  the  goals.   I  would 
do  that  all  the  time.   I  would  constantly  talk  to  him  about 
priorities.   Whenever  he  had  a  speech  to  make,  I'd  always  go  over 
the  speech  and  outline  it  with  him.   If  it  was  a  big  one,  I  would 
go,  and  over  the  years  did  quite  a  bit  of  traveling  with  him.   He 
went  to  Washington  for  lobbying  and  I  would  usually  go  also.   I 
always  saw  it  as  my  job  to  try  to  make  him  be  as  effective  as  he 
could  in  achieving  these  goals. 

But  there  was  a  lot  of  battles  going  on  that  I  couldn't 
really  influence. 

O'Hara:   You  talked  about  his  goals.   Was  one  of  his  goals  to  bring  in  the 
more  severely  disabled  people  as  clients? 

Leon:     Yes,  yes.   I  don't  really—California  had  a  surprisingly  high 

percentage  of  clients  who  were  severely  disabled.   It  was  one  of 
those  non-issues  in  California.   I  think  that  50  percent  of  the 
clients  in  California  were  severely  disabled  all  along.   I  think 
that  was  certainly  not  the  case  in  other  states,  and  it  became  a 
real  issue  nationally.   But  as  I  recall,  it  wasn't  a  big  issue 
here.   You  just  have  to  look  at  what  happened  in  Berkeley  with 
Karen  Topp  and  even  the  disabled  students'  program  and  the  dorm 
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program  to  think  about  how  many  severely  disabled  people  were 
served  by  the  rehab  agency. 

He  tried  to  bring  in  disabled  counselors  and  had  a  terrible 
time.   He  started  an  affirmative  action  program  within  the  state, 
with  the  rehab,  and  had  a  miserable  time  with  that. 

O'Hara:   Was  that  in  regard  to  race? 

Leon:    It  was  racial  minorities,  disabled,  and  women.   I  started  the 
women's  program  in  rehab. 

O'Hara:   What  was  that? 

Leon:     That  was  an  office  that  would  look  at  issues  that  female  employees 
had.   There  was  a  terrible  glass  ceiling  and  discrimination.   I 
know  there  was  one  woman  who  worked  for  me  and  was  very,  very 
sharp,  and  I  asked  her  what  her  career  goal  was  in  rehab,  and  she 
said  her  career  goal  was  to  have  my  job  [laughing].   "What  are  you 
talking  about?!"   She  said,  "Well,  there's  only  room  for  one  woman 
up  there." 

O'Hara:   With  all  of  the  deputy  directors? 
Leon:     Oh,  yes.   They  were  always  men,  yes. 
O'Hara:   White  men? 

Leon:     There  was  one  black  man.   Who  owed  his  position  to  the  fact  that 
he  knew  a  few  people  in  the  legislature  and  so  he  was  a  black 
person  who  was  protected.   His  name  was  Shaw.   He  was  pretty  good, 
but  nonetheless,  you  couldn't  touch  him. 

We  hired  a  guy  who  was  Hispanic  for  the  civil  rights  office. 
He  went  to  places  where  Hispanic  people  gathered  and  would  suggest 
that  they  consider  becoming  counselor-trainees. 

O'Hara:   Did  you  feel  that  there  was  some  progress  made  in  either  the 
affirmative  action  or  the  women's  program? 

Leon:    I  think  that  the  affirmative  action  went  forward,  and  I  think  that 
women  went  forward  somewhat.   It,  of  course,  depends  —  it  "s  a  small 
agency.   There  are  very  few  routes  to  promotion.   There  weren't 
very  many  promotion  positions,  and  people  stay  in  their  positions 
forever.   District  administrators  stay  in  their  jobs  ten,  fifteen, 
twenty  years.   You  can't  get  rid  of  them,  and  they  never  move. 
They  don't  go  to  other  agencies.   So  you  have  very  little 
mobility.   All  you  can  do  is  move  them  to  Sacramento,  force  them 
to  come  to  Sacramento.   So  there  would  be  deputy  directors  and 
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assistants  to  the  deputy  directors  in  Sacramento, 
women  that  were  assistants  to  deputy  directors. 


There  were 


I  got  this  woman  who  had  been  a  district  administrator  who 
was  capable  of  being  a  deputy  director,  but  they  didn't  have  a  job 
for  her,  so  she  worked  for  me  to  set  up  the  women's  office.   It 
was  another  pigeon-hole.   She  set  up  trainings  on  issues  of 
discrimination  against  women  and  other  kinds  of  programs  for 
women.   But  it  was  really  a  deadend  little  cubicle. 

Then  I  had  an  Office  of  Consumer  Affairs  that  I  set  up,  and 
I  could  hire,  and  I  hired  a  disabled  woman  for  that,  Lisa  Coyne. 
I  don't  know  if  you  know  Lisa. 

O'Hara:   No.   Now,  what  was  that  office? 

Leon:    It  was  the  Consumer  Affairs  office.   It  was  designed  to  be  an 

office  that  was  run  by  a  disabled  person.   It  was  supposed  to  be 
the  voice  for  people  with  disabilities  within  the  rehab  system. 
It  came  up  with  the  "Clients'  Bill  of  Rights"  and  the  "Clients' 
Handbook"  about  the  rights  of  a  client,  appeal  rights  and  related 
stuff.   It  hosted  a  consumer  conference  once  a  year.   It  was  the 
department's  liaison  with  the  rehabilitation  advisory  committee,  a 
committee  that  represented  all  the  different  sectors:  education- 
Catherine  Campisi  would  be  on  it--and  the  sheltered  workshops,  the 
blind,  the  deaf,  and  different  organizations. 

O'Hara:   What  was  the  client  bill  of  rights?  What  was  that? 

Leon:     Oh,  it  was  a  booklet  that  we  developed  that  laid  out  the  rights  of 
a  client. 


O'Hara:   Was  that  a  new  concept? 

Leon:     Yes,  if  you  can  believe  that.   It  was  a  real  booklet  that  we 

produced.   It  was  amazing  that  such  a  document  did  not  exist- 
anywhere.   As  far  as  we  knew,  other  state  rehab  agencies  didn't 
have  such  a  document  or  an  office  focused  on  consumers'  rights  and 
concerns.   There  were  a  couple  of  other  offices  that  we  set  up. 
One  was  to  deal  with  accessibility.   What  did  we  call  that?  We 
put  a  disabled  guy  in  charge  of  that.   CAN.   Community  Access 
Network.   That  was  a  program  where  we  had  volunteers  around  the 
state  who  would  look  at  access  issues,  and  then  we  would  give  out 
grants-- 

O'Hara:   This  was  a  new  idea. 

Leon:    This  was  a  new  idea  that  we  put  in  place.   Then  there  was  another 
one,  which  was  a  consumer  advocate  that  we  tried  to  do  within 
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Rehab  but  we  couldn't  put  enough  teeth  in  it,  and  finally  we 
subcontracted  it  to  a  number  of  ILCs.  We  had  a  competition. 
There  was  one  at  CIL. 


O'Hara: 
Leon: 

O'Hara: 
Leon: 


Was  it  called  consumer  advocate? 

It  was  a  consumer  advocate  position.   There  was  another  name  for 
it--it  may  have  been  ombudsman.   We  awarded  several  of  them  around 
the  state.   CIL  was  one  site. 

Where  were  these  ideas  coming  from?   Was  it  Ed?   Or  you? 
Certainly  not  your  executive  committee. 

No,  no.   What  happened  was  there  were  two  groups.   There  was  the 
executive  committee  and  the  day-to-day  rehab  that  was  there,  and 
then  there  was  Ed  and  the  community  talking  to  each  other  here.   I 
was  right  in  the  second  one,  the  community  one.   I  would  go  over 
into  the  other  one  when  I  would  get  suspicious  about  things  not 
happening. 

So  these  ideas  would  emerge  from  the  community,  and  we  would 
figure  out  how  to  implement  them.   We'd  find  some  money  somewhere 
or  we'd  get  McGauley  to  find  a  line  item  we  could  use  for  the 
purpose. 

The  women's  program.   There  were  some  complaints  that  came 
to  Ed  from  some  women  employees.   I  seized  the  opportunity.   I  was 
the  only  one  there  that  wanted  to  do  it.  And  so  I  did  it.   They 
gave  me  this  person  to  work  with,  and  so  we  did  it.   That  kind  of 
thing. 

The  consumer  affairs  was  just  another  thing  that—we  had 
been  hosting  consumer  conferences  every  year,  and  it  was  an  idea-- 
I  think  the  idea  had  been  around  a  long  time.   It  takes  a  long 
time  to  get  a  new  civil  service  position  authorized.   I  had  a 
woman  working  under  me,  the  woman  who  wanted  my  job.   It  was  her 
job  to  define  the  position  [chuckling].   She  was  not  disabled.   I 
kept  telling  her,  "You're  not  going  to  get  this  job."  You  know, 
"I  want  you  to  work  on  it,"  and  she  wanted  to  work  on  it  and  she 
had  run  one  of  our  consumer  conferences.   I  said,  "You'll  never 
get  it  because  you're  not  disabled."   She  said,  "You're  not 
disabled."  I  said,  "Yes,  but  there's  no  more  room!"   [laughing] 
And  then  she  competed  for  it,  and  she  didn't  get  it.   Because,  you 
know,  it  was  just  too  important  —  the  three  other  applicants  were 
disabled,  and  it  was  too  important  to  have  someone--!  think  she 
was  the  best  candidate;  she  would  have  done  the  best  job.   She 
didn't  get  it.   Then  she  left  Rehab  and  went  to  work  somewhere 
else. 


O'Hara:   What  do  you  think  about  that  issue?  She  was  the  best  candidate 
but  not  chosen. 

Leon:    I  think  that  there  are  lots  of  good  candidates,  and  different 

people  will  do  a  different  job  in  a  position  and  that  there  are 
many  ways  of  someone  being  successful.   But,  but  I  think  what 
happens  is  that  these  jobs  become  deadends  and  the  people  never 
leave,  and  if  they  never  leave,  they  get  stagnant.   Or  if  they're 
not  creative  enough  and  they  never  leave,  it's  a  real  stagnating 
situation.   That  has  happened.   The  person  is  still  there.   Like, 
how  can  you  have  someone  in  charge  of  a  consumer  affairs  office 
for  twenty  years?  The  issues  are  the  same;  you  either  have  to  do 
different  work  all  the  time  to  stimulate  yourself,  or  you  have  to 
have  fresh  ideas.   It's  very  difficult. 

I  had  the  same  feeling  about  the  enablers  at  the  colleges 
and  universities.   I  watched  the  enablers  program  nationwide  with 
a  lot  of  concern  because  I  think  disabled  people  are  just  getting 
those  jobs  and  stay  there  forever. 

O'Hara:   Enablers? 

Leon:    People  who  run  disabled  students'  programs.   There  were  some  in 
some  other  campuses  that  1  really  doubted  whether  they  did  very 
much  anymore.   I  think  they  once  did.   But  there  are  a  lot  of 
these  deadend  jobs.   I  think  running  the  women's  program;  I  think 
the  consumer  affairs.   They're  all  deadend  jobs.   If  you  put  a 
disabled  person  in  there,  they're  not  going  to  leave  because 
they're  working  on  disability  issues  and  they're  working  with 
their  peer  group.   They  don't  compete.   The  person  we  hired  just 
was  never  interested  in  promoting  to  some  other  job.   It  was  her 
particular  niche. 

Whereas  the  woman  that  we  didn't  hire  was  an  aggressive 
woman  who  went  on  and  ran  the  visitors  bureau  for  Orange  County 
after  that.   She  just  went  on  and  made  waves,  and  she  was  in  Rehab 
as  long  as  she  could  make  waves  and  as  long  as  you  gave  her 
something  interesting  to  do.   She  would  have  been  better.   But 
that's  the  danger. 

I  think  we're  lucky  that  there's  such  a  turnover  in  Rehab 
directors  in  California.   I  think  that's  good. 

O'Hara:   I  think  we're  out  of  tape  again. 
Leon:     Okay. 
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Efforts  to  Serve  Clients  with  Severe  Disabilities  and  Passage  of 
Title  VII  of  Rehab  Act 

[Interview  A:  February  19,  1998]  II 


O'Hara:   Can  you  describe  the  Department  of  Rehabilitation  as  it  was  when 
you  arrived?   How  big  was  it?  What  was  the  budget? 

Leon:    As  I  recall,  the  budget  was  $10  million.   That's  just  what  I 

recall.   The  federal  budget  was  $100  million.   The  Department  of 
Rehab,  as  I  said  before,  was  reauthorized  every  three  years  by  the 
Rehab  Act.   Every  time  it  was  reauthorized,  the  allocation  was 
increased  slightly.   It  was  one  of  those  programs  that  was 
nonpartisan,  that  Republicans  and  Democrats  alike  valued,  and  they 
sold  the  rehab  program  on  the  basis  of  the  fact  that  for  every 
dollar  spent  on  rehab,  $10  would  come  back  in  tax  revenue  because 
of  the  people  that  went  back  to  work. 

When  I  arrived  in  Rehab,  during  the  period  I  was  there,  the 
issue  developed  about  whether  or  not  rehab  served  severely 
disabled.   It  was  an  outgrowth  of  the  independent  living  movement. 
There  was  a  real  push  on  RSA's  [Rehabilitation  Services 
Administration]  part  to  try  to  push  the  state  agencies  to  serve 
more  severely  disabled,  and  there  was  a  lot  of  resistance  to  it. 

But  what  I  found  out  from  California  was  that  California  had 
historically  served  50  percent  severely  disabled.   I  don't  know 
why  it  was  so  different,  but  I  understand  that  there  were  other 
states  whose  primary  population  were  people  with  hernias, 
hysterectomies,  there  were  three  "h's,"  and  I  don't  remember  the 
third.   I  can't  remember  the  third  one,  but  it  was  something  that 
was  really  trivial  in  comparison  to  the  brain  injury  and  the 
multiple  disabilities  that  we  were  concerned  about  in  California. 
You  know,  there  was  a  deep-seated  relationship  between  the  state 
rehab  agency  and  rehabilitation  facilities.   The  feds  had  always 
given  the  states  money  to  use  to  develop  services  in  the  community 
to  serve  the  clients.   That  was  grant  money,  and  there  was  always 
a  part  of  the  state  agencies  whose  job  it  was  to  work  in  the 
community,  to  promote  the  development  of  services.   The  counselors 
needed  to  help  clients. 

This  led  to  the  growth  of  a  very  strong  and  well-organized 
rehab  facility  system.   There  was  a  National  Association  of  Rehab 
Facilities.   It  was  a  very  powerful  organization  that  worked  with 
the  state  directors  of  rehab  and  had  a  lot  of  control  over  the 
reauthorization  legislation. 
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The  other  big  body  that  was  very  powerful  in  rehabilitation 
was  this  state  directors  of  rehab.   It  was  called  CSAVR;  that  was 
the  Council  of  State  Administrators  of  Vocational  Rehabilitation. 
The  same  person  had  been  in  charge  of  that  agency  for  something 
like—he's  still  in  charge—maybe  twenty-five  years,  Joe  Owens. 
Joe  Owens  is  from  the  South,  and  his  partner,  Jack  Duncan,  was  the 
chief  counsel  for  Brademas,  and  Jack  was  really  the  person  who  was 
responsible  for  the  reauthorization  of  the  Rehab  Act  as  long  as 
Brademas  was  chair  of  the  subcommittee. 

He  also  was  the  legislative  advisor  for  the  National 
Association  of  Rehabilitation  Facilities.   So  there  was  a  very 
closed  group  that  dominated  rehab.   It  was  referred  to  as  the  old- 
boys  network.   As  I  said  before,  rehab  seemed  to  be  different  from 
other  state  agencies.   Even  though  the  governor  could  appoint  the 
head  of  it,  it  was  a  small  agency,  and  it  was  considered  an 
esoteric  topic.   Often  the  governor  would  leave  it  in  the  hands  of 
the  assistant  director,  and  it  would  be  within  the  health  agency 
or  welfare  agency  in  the  state.   So  the  same  people  stayed  in 
control. 

I  met  many  people  who  had  been  state  directors  for  ten, 
fifteen,  twenty  years.   So  they  were  pretty  much  for  keeping 
things  the  way  they  were.   When  Ed  came  in— Ed  being  the  first 
severely  disabled  person  to  be  a  state  director  in  the  close  to 
fifty-year  history  of  the  program—he  was  seen  as  threatening  and 
suspicious.   Also,  Ed  wasn't  a  bureaucrat  and  he  wasn't  a  scholar. 
He  didn't  speak  with  a  lot  of  facts.   He  spoke  with  a  lot,  about  a 
lot  of  feeling.   It  was  easy  for  someone  who  ran  an  agency  on  the 
basis  of  statistics  to  say,  "Oh,  he  doesn't  know  what  he's  talking 
about.   He's  just  talking  about  his  own  problems  or  how  he  feels." 
So  there  was  some  pretty  visible  level  of  distress  over  Ed. 

O'Hara:   How  could  you  see  that? 

Leon:     I  could  see  it  in  the  state  directors  meetings,  when  someone— it 
was  the  typical  put-down,  where  they'd  treat  him  obsequiously  or 
overly  politely  and  then  discount  what  he  was  saying  and  go  on  and 
do  what  they  were  doing.   Ed  would  react  to  it  by  getting  louder 
or  dominating  the  stage,  so  to  speak. 

He  made  a  couple  of  friends  who  were  influential— some  of 
the  more  progressive  element  in  the  state  directors.   One  of  them 
was  Russell  O'Connell  from  Massachusetts.   Another  was  from 
Arkansas,  who  was  a  real  leader  in  rehabilitation.   I'll  think  of 
his  name,  too.   The  folks  from  Michigan.   It  was  like  Michigan  and 
Arkansas  and  Massachusetts,  and  the  state  directors  from 
Connecticut  and  Washington  were  the  more  liberal  ones. 
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One  of  the  most  reactionary  would  be  the  one  in  Nevada, 
which  was  our  neighboring  state.  Also,  we  were  part  of  Region  9, 
which  was  California  and  Nevada  and  the  islands.   California 
pretty  much  dominated  Region  9,  but  there  was  quite  a  jockeying 
for  available  dollars  in  the  region  because  California  was  so  big 
and  so  strong  and  the  rest  of  the  region  was  much  more 
undeveloped. 

O'Hara:   Was  there  open  contention  between  the  two  directors,  Nevada  and 
California? 

Leon:    I  don't  remember  anything  terribly  open.   I  didn't  attend  all  the 
meetings.   Ed  communicated  to  me  as  though  there  was  a  lot  of 
hostility  between  Nevada  and--.   The  guy  in  Nevada  was  the  head  of 
one  of  the  subcommittees,  and  he  certainly  had  seniority  over  Ed. 
He  seemed  to  be  very  involved  in  rehab  training  for  some  reason, 
and  he  may  have  been  in  charge  of  that  subcommittee  where  the 
money  would  go  to  the  universities  that  would  train  rehab 
professionals. 

You  know,  it's  easy  to  launch  from  this  into  what  Ed's  goals 
were  in  rehab  because  it  was  in  conjunction  with  these  goals  that 
he  would  run  up  against  these  other  state  directors.   There  was  a 
tremendous  amount  of  contention  with  the  way  Ed  used  that 
Innovation  and  Expansion  money  to  fund  independent  living  centers. 
That  went  all  the  way  up  to  RSA  and  some  members  of  Congress,  I 
believe,  complaining.   There  was  some  committee  that  was  formed  to 
decide  whether  he  had  gone  beyond  the  regulations  or  something, 
but  it  petered  out.   But  other  states  refused  to  do  that. 

O'Hara:   Did  Ed  hold  firm  throughout  this  whole  thing? 

Leon:    Oh,  he  certainly  did  hold  firm.   He  was  absolutely  convinced  that 
he  was  going  to  push  consumer  power  in  rehab,  that  he  was  going  to 
make  rehab  accountable  and  answerable  to  consumers.   He  made  a  lot 
of  progress,  but  there's  still  a  very  long  way  to  go.   There  were 
some  obvious  issues.   There  was  hardly  a  disabled  counselor 
anywhere  in  the  country,  and,  as  1  said  before,  that  was  largely 
because  there  was  almost  never  a  disabled  person  in  the  rehab 
counseling  master's  program  that  the  feds  funded. 

You  know,  the  feds  give  money  to  institutions  and 
institutions,  then  form  organizations  that  get  this  money.   The 
purpose  of  the  organizations  is  to  protect  the  interests  of  the 
institutions  and  to  try  to  keep  the  money  going  to  the 
institutions  that  got  the  money  originally  (laughing).   That's  the 
system.   The  system  gets  powerful,  especially  when  you  have  the 
same  people  in  power  like  CSAVR  and  Joe  Owens. 
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Jack  Duncan  was  the  chief  counsel  for  Brademas.   Very  well- 
respected  attorney  who  was  a  legislative  analyst.   He  might  still 
be  in  Washington.   He  worked  hand-in-glove  with  Joe  Owens  of 
CSAVR.   It  was  very  hard  to  talk  to  Jack  Duncan  about  changing  the 
Rehab  Act  because  Jack  would  provide  the  rationale  that  Joe  Owens 
would  give  him  from  CSAVR,  and  that  would  stop  the  discussion. 

So  you  had  to  go  around  them.  You  had  to  approach  it  from 
an  oblique  angle  because  you  couldn't  go  directly  to  the  people 
who  were  in  a  position,  the  obvious  position  to  make  changes. 

O'Hara:   Was  this  happening  the  whole  time  Ed  was  up  in  Sacramento? 

Leon:    It  happened  on  different  topics.   You  see,  we  were  phenomenally 
successful  on  the  independent  living.   So  quite  rapidly  we  got 
Title  VII  into  the  Rehab  Act,  and  then  suddenly  independent  living 
was  an  acceptable  service. 

O'Hara:   In  the  country,  or  California? 

Leon:    Well,  it  was  a  given  in  Congress.   It  was  accepted  in  the  legal 
counsel.   There  were  still  difficult  issues  about  whether  it 
belonged  in  the  rehab  system  and  how  states  would  implement  it, 
but  it  was  there.   We  won. 

O'Hara:   How  did  that  happen?  That  seems  to  be  a  very  important  concept. 
How  did  the  success  in  California  of  independent  living  centers 
lead  to  convincing  Congress  that  it  was  a  good  idea? 

Leon:     It  was  very  quick.   As  I  say,  I  really  do  think  that  the  catalyst 
was  the  504  demonstrations.   Right  after  the  504  demonstrations 
were  the  hearings  at  CIL,  and  the  504  demonstrations  caught  the 
attention  of  disabled  groups  all  over  the  country.   There  were 
disabled  groups  all  over  the  country  starting  up,  but  they  weren't 
organized  or  in  touch  with  one  another  necessarily.   They  were 
doing  their  amazing  grass-roots  things,  and  they  were 
recapitulating  this  good  idea.   It  was  like  it  was  springing  up 
spontaneously  in  different  parts  of  the  country  suddenly,  in  the 
seventies.   It  was  a  very  interesting  phenomenon. 

There  was  a  lot  of  interaction  and  networking  going  on 
between  the  people  at  CIL  and  the  people  in  other  disability 
groups.   I  believe  that  was  when  ACCD  [American  Coalition  of 
Citizens  with  Disabilities]  started.   I  can't  really  remember  when 
ACCD  started,  except  I  think  it  was  while  I  was  in  rehab  and  it 
may  have  been  a  year  or  so  after  I  was  in  rehab,  so  I  don't  know 
whether  it  predated  the  Rehab  Act  [chuckling].   I  don't  think  it 
did.   I  think  it  came  up  after  the  Rehab  Act. 
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O'Hara: 
Leon: 


But  there  was  suddenly  a  great  interest  in  going  to 
Washington  to  lobby  for  independent  living.   It  found  some 
resonance  in  the  parents'  movement,  which  was  already  strong.   Of 
course,  even  though  there  was  a  lot  of  suspicion  between  the  blind 
movement  and  the  independent  living  movement,  the  blind  movement 
was  there,  and  the  blind  were  better  organized.   I  don't  remember 
the  deaf  being  involved  at  all,  though  they  were  organized. 

Those  would  be  interesting  files  to  have.   I  would  have  to 
go  down  to  see  whether  I  had  anything  more  in  my  archive  there 
that  would  trace  those  steps.   The  other  thing  that  Ed  did  when  he 
first  got  into  rehab  was  he  had  a  consumer  conference  that  he  used 
rehab  dollars  for.   There  were  other  consumer  conferences  going  on 
around  the  country.   These  were  disabled  people.   People  were 
talking  about  changing  the  Rehab  Act,  and  Ed  was  talking  about 
changing  the  Rehab  Act. 

That  was  probably  the  basic  thing  that  he  was  interested  in. 
He  wanted  to  get  independent  living  established.   In  fact,  one  of 
the  reasons  he  was  seen  as  a  threat  to  the  rehab  establishment  was 
that  he  wasn't  that  interested  in  the  voc  rehab  system,  except  he 
knew  he  didn't  like  it.   So  it  was  easy  for  them  to  catch  the  idea 
that  they  were  threatened.   He  was  pretty  short  about  it  because 
he  was  in  a  hurry. 

But,  you  know,  there  were  a  lot  of  people  that  suddenly—it 
was  one  of  those  things  that  you  did.   Like,  I  remember  early  on 
writing  language  for  the  independent  living  part  of  the  Rehab  Act. 
I  remember  playing  around  with  redefining  the  words  "rehab." 

What  year  was  that  Rehab  Act? 

The  '76  act,  I  think,  was  the  one  that, had  the  independent  living 
title.   The  Rehab  Act  has  a  Section  110,.  which  is  the  basic 
section  of  the  act,  which  funds  the  whole  voc  rehabilitation 
program.   It's  called  the  110  Program.   It  is  where  99  percent  of 
the  dollars  go.   It  is  defined  as  services  that  lead  to 
employment,  and  being  eligible  as  someone  who's  disabled  but  who's 
capable  of  being  employed.   The  definition  is  tied  to  employment, 
not  to  physical  limitation. 

There  was  this  stress  over  the  perception  that  the  people 
who  needed  independent  living  were  people  who  were  too  severely 
disabled  to  go  to  work,  and  there  was  a  real  misunderstanding  that 
we  couldn't  completely  correct,  and  that  was  the  feeling  that  the 
people  who  needed  independent  living  were  too  disabled  to  be 
employed.   It  was  too  pervasive  a  sense.   I  think  disabled  people 
bought  it,  too.   But  I  think  even  the  liberal  supporters  of 
independent  living  bought  it,  and  the  state  directors  bought  it. 
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It  was  this  idea  that  these  people—it  was  just  an  unwillingness 
to  believe  that  these  people  could  become  employed.   Now,  even 
though  we  know  that  most  of  these  people  with  severe  disabilities 
can  and  want  to  work,  we  are  at  a  point  where  they  still  aren't 
employed  today,  most  of  them. 

O'Hara:   Is  there  a  basic  conflict  with  tying  all  the  money  to  employment? 

Leon:    Of  course  there  is.   That  was  one  of  the  things  that  I  worked  on, 
and  Ed  and  I  worked  on,  on  and  off  throughout  the  years  we  were  in 
rehab,  was  to  downplay  the  employment,  the  vocational  goal,  in  the 
Rehab  Act.   There  was  the  early  concern  that  there  was  no  one  home 
in  Washington  for  people  with  disabilities.   There  were  different 
agencies  that  served  the  mentally  ill,  that  served  the 
developmentally  disabled,  and  the  agencies  that  served  the 
developmentally  disabled  has  always  focused  on  children,  for 
absolutely  no  good  reason  other  than  that  they've  always  been 
afraid  that  they  didn't  have  enough  money  to  serve  more  than 
children,  and  parents  were  concerned  about  their  children.   But  it 
was  never  for  a  logical  reason  that  it  was  limited  to  children. 

These  different  agencies  that  had  the  authority  to  deal  with 
different  parts  of  the  disability  issues.   You  know,  the 
disability  benefits  system  was  in  the  Social  Security 
Administration.   Rehab  was,  at  the  time,  in  Health,  Education  and 
Welfare,  HEW.   So  there  was  an  ef  fort  —  there '  s  always  been,  since 
I've  been  working  in  disability  —  an  effort  to  find  a  single  home. 

It  was  thought  that  the  Rehab  Act  was  the  broadest  and  the 
largest  authorizing  legislation  and  that  the  Rehab  Act  could  be 
the  home  for  disabled  people  in  the  federal  government.  Which 
would  mean  that  it  should  cover  everything,  from  early  childhood 
through  lifelong,  including  employment,  including  education, 
including  disability  benefits.   So  there  was  this  idea  of  this 
comprehensive,  this  logical  system  that  would  provide  benefits  and 
services  to  people  depending  on  their  needs. 

O'Hara:   No  matter  whether  they  were  employable  or  not. 

Leon:     Right.   It  flared  up  on  and  off,  and  we  would  write  language  and 
give  it  to  the  people  who  worked  in  congressional  offices,  and 
they  would  come  back  and  ask  for  something  a  little  different,  and 
you'd  write  something  a  little  different,  and  someone  else  would 
write  something.   But  it  has  never  found  its—it  has  never 
happened.   There  has  been  too  much—the  different  disability 
groups  felt  threatened  by  it,  including  the  blind. 
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Blind  Group  Relations  with  Ed  Roberts 


Leon: 


O'Hara: 
Leon: 


O'Hara: 
Leon: 


O'Hara; 


I  mean,  like  even  today,  the  blind  are  unwilling  to  have  their 
disability  benefits  blended  with  other  disabled  people's  benefits 
because  they  think  that  they'll  lose  what  they  had,  rather  than 
bringing  everybody  else  up  to  their  benefits.   So  there  was  an 
unwillingness  on  the  part  of  the  different  disability  groups  to 
really  compromise  and  have  a  united  front.   That  was  one  of  Ed's 
strongest  motivations,  was  to  build  a  united  front.   He  was 
convinced  that  that  was  the  way  to  make  progress,  though  he  wasn't 
the  greatest  negotiator.   The  blind  groups  really  disliked  him 
enormously. 

Because  he  was  trying  to  build  coalitions? 

Because  he  was  trying  to  break  down  their  special  programs  in  the 
state  of  California.   You  know,  in  the  state  of  California  there 
was  a  blind  specialist  and  a  deaf  specialist  and  a  mentally  ill 
specialist.   There  were  counselors  for  the  blind  that  only  served 
blind  clients,  and  there  were  special  programs. 

This  is  in  rehab? 

Yes,  yes.   This  isn't  most  states,  but  this  is  what  they  had  in 
California.   There  was  even  a  federal  law  for  self-employment  of 
the  blind.   It's  called  the  BEP  program,  Business  Enterprise 
Program,  where  you  train  blind  people  to  be  operators  of 
cafeterias  in  government  buildings.   It  was  a  protected  program 
for  this  one  group.   It  was  crazy.   He  tried  to  open  that  program 
to  others,  and  there  was  tremendous  resentment. 


What  did  he  do  specifically? 
about  counselors? 


What  actions  did  he  take?   Anything 


Leon:    Well,  I  think  he  began  to  squeeze  the  blind  specialists  in 

Sacramento.   I  think  the  blind  group  went  and  got  one  of  the 
southern  California  legislators  to  do  an  investigation  of  him.   I 
remember  one  of  the  leaders  of  the  blind  organizations  was  Mitch 
Pomerantz,  who  was  down  in  L.A.   There  were  two  blind 
organizations.   One  was  more  belligerent  than  the  other. 

O'Hara:   Who  was  Mitch  Pomerantz? 

Leon:    Mitch  Pomerantz  is  blind.   He  worked  for  the  blind  organizations 
in  L.A.   I  think  it  was  CAB,  the  California  Association  of  the 
Blind.   I  can't  remember.   There  are  very,  very  similar  acronyms 
for  the  two  agencies  of  the  blind.  Manny  Urena  was  the  blind 
specialist  in  Rehab,  and  I  know  he  was  another  one  of  those  people 
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that  was  considered  untouchable,  that  he  had  his  own  constituency 
and  that  Ed  couldn't-- 

The  advice  Ed  got  when  he  took  the  job  in  rehab  was  to  break 
down  some  of  the  layers  of  the  hierarchy  so  that  Ed  could  relate 
to  the  district  administrators  and  to  the  counselors  and  he 
wouldn't  have  all  these  levels  between  him.   So  he  took  out  the 
regional  administrators,  and  then  I  think  he  also  attempted  to  do 
something  with  these  specialists.   I  think  he  got  burned  in  the 
process.   But  I  don't  really  have  a  lot  of  information  because  I 
think  it  may  have  started  up  heavily  in  the  first  year. 

I  know  that  when  I  came  in  the  second  year,  I  was  in  charge 
of  the  Rehab  Advisory  Committee,  which  was  an  advisory  committee 
which  supposedly  had  consumers  and  rehab  facilities  and 
organizations  that  advised  the  department.   So  it  had  the 
California  Association  for  the  Blind;  it  had  each  of  the 
associations  that  represented  the  disability  groups,  and 
representatives  of  the  rehab  facilities.   I  know  that  that  group 
was  really  fairly  dominated  by  the  blind  organizations  that  were 
pretty  hostile,  as  were  the  deaf  organizations.   Both  of  them  did 
not  want  to  be  blended  in  with  the  others. 

You  know,  the  federal  system—many  of  the  state  agencies 
have  separate  agencies  for  the  blind.   Like,  there's  a  rehab 
agency  and  there's  a  rehab  agency  for  the  blind.   That's  true  in 
maybe  a  third  of  the  states.   It  was  maybe  originally  that  way, 
and  they  had  come  together.   So  there's  often  this  effort  in  one 
state  after  another  for  the  blind  to  secede  and  have  their  own 
agency. 

O'Hara:   Did  blind  people  participate  in  the  CILs  in  California? 

Leon:    Yes,  some  of  them.   Jan  McEwen  was  blind.   But  she  would  try  to 
bring  other  blind  organizations,  but  she  was  only  modestly 
successful.   Like,  Joanne  and  Eddie  Jauregui  were  deaf,  and  they 
started  the  deaf  services  in  C1L,  but  they  were  the  most 
coalition-minded  of  the  deaf  groups,  and  they  were  certainly  the 
more  liberal  edge,  as  was  Jan  McEwen.   And  Anita  Baldwin  when  she 
came  and  people  like  that.  And  Jeff  Moyer.   There  was  a  blind  guy 
who  was  the  head  of  the  Oakland  Mayor's  Disability-- 

O'Hara:   Henry  Hurlburt? 

Leon:    Yes.   He  was  guardedly  friendly  with  Ed,  but  it  was  guardedly 

friendly.   They  really  did  have  advantages,  and  there  really  was 
this  feeling  that  there  was  a  limited  pot  and  they  didn't  want  to 
share  it.  They  couldn't  afford  to  share  it.   It  may  have  been 
true.   There  certainly  always  has  been  a  limited  pot. 
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O'Hara:   Let's  pause. 


Ed  Roberts'  Goals  for  Rehabilitation  and  Work  with  Jim  Donald  and 
Ralph  Abascal  I* 


Leon:    What  we  were  talking  about,  really,  to  me  sounds  like  Ed's  main 

goals.   As  I  said,  he  was  very  single-minded  in  that  he  wanted  to 
increase  consumer  power  within  rehab.   He  really  wanted  to  take 
over  rehab.   His  personality-- 

O'Hara:   You  mean  nationally? 

Leon:     Yes,  to  have  disabled  people  take  over  rehab. 

O'Hara:   Were  there  changes  made  over  time,  either  getting  disabled  people 
more  involved  or  change  of  mind  of  some  of  the  directors? 

Leon:    There's  very  few  disabled  people  involved  in  rehab  to  this  day. 

When  we  started  WID,  there  were  something  like  six  disabled  state 
directors  that  had  been  appointed.   One  was  in  Florida.   Ed  went 
and  met  them  all,  and  we  decided  we  wanted  to  use  them.   We  wrote 
a  proposal  for  WID  to  work  with  these  disabled  directors.   We  sent 
it  to  RSA,  and  it  didn't  get  funded.   But  the  whole  idea  was  to 
work  with  these  disabled  directors,  to  help  them  become  strong  and 
do  the  best  job  they  could. 

The  field  continues  to  be  heavily  dominated  by  the  people 
who  stay  in  rehab  careers  for  a  lifetime.   It's  too  small  a  system 
to  have  enough  promotional  opportunities  for  enough  people,  and 
it's  not  easy  enough  to  transition  out. 

O'Hara:   What  about  the  antagonism  between  the  blind  and  the  others  in  the 
independent  living  movement?  Does  that  still  exist  today? 

Leon:    I  don't  know  if  it's  as  strong  today.   I'm  not  close  enough  to 

know.   I  certainly  believe  that  people  who  are  deaf  continue  to  be 
as  determinedly  separate  and  still  hold  to  their  belief  that 
deafness  is  a  culture,  not  a  disability,  and  that's  just  an 
implacable  barrier. 

O'Hara:   That's  a  cultural  explanation,  rather  than  financial,  it's  not  a 
benefit  issue  for  the  deaf  at  all. 

Leon:    For  the  deaf  it's  not  as  much  a  benefit  issue.   It  is  one  that 

they  speak  a  language  that  they're  proud  of,  that  they  want  to  be 
able  to  speak,  and  that  they're  discriminated  against  because  of 


language  barriers  and  culture  barriers.   Except  they  avail 
themselves  of  disability  services,  and  they've  endured 
considerable  discrimination  in  lack  of  interpreter  services  and 
misdiagnosis.   Historically  deaf  people  have  been  perceived  as 
mentally  ill.   There  does  seem  to  be  a  higher  incidence  of  mental 
illness  with  deafness.   But,  you  know,  deafness  is  very  rare. 
It's  extremely  rare,  so  there's  a  tiny  little  group  of  people. 

Then  there  are  epidemics  like  measles,  rubella,  that  caused 
deafness  and  blindness  in  children.   These  epidemics  were  rare, 
but  they  occurred  all  around  the  country.   It  must  have  been  in 
the  forties,  the  late  forties  or  early  fifties.   Because  there's 
an  identifiable  group  of  deaf -blind  people.   They  have  multiple 
disabilities,  which  really  makes  them  disabled  in  my  mind.   But 
they  themselves  don't  consider  the  deafness  a  disability.   They 
resist  rehab,  cochlear  transplants  and  stuff. 

But  the  blind  have  continued  to  have  better  benefits.   I 
think  that  the  rest  of  the  movement  has  dropped  its  issue  with  the 
blind  a  lot.   It's  not  going  after  their  benefits.   I  think 
there's  a  sense  there's  enough  money.   Certainly  that  change  has 
gradually  occurred.  As  more  money  came  in,  there  was  less  of  the 
fighting  that  was  due  to  this  very,  very  strong  sense  of  limited 
resources;  it  has  dissipated. 

The  DD  [developmental  disability]  system.   Again,  I  think 
the  parents  were  always  very  strongly  organized.   The  parents  made 
tremendous  accomplishments  in  this  Social  Security,  SSI  system, 
you  know?  Getting  the  DD  Act  enacted.   The  parents  really  did 
take  care  of  their  children.   The  problem  was  that  the  parents 
continued  to  see  their  adult  children  as  children  and  there  became 
a  trend,  among  the  DD  adults,  to  really  resent  the  parents'  power 
in  the  DD  system. 

Were  the  developmentally  disabled  individuals  much  a  part  of  the 
Centers  for  Independent  Living? 

Well,  yes.   Not  the  mentally  retarded  or  the  dual  diagnosis-- 
mentally  ill-mentally  retarded,  autistic  group.   They  were 
certainly  not  a  part  of  it.   It  started  out  as,  you  know,  on  a 
college  campus. 


O'Hara:   You  mean? 

Leon:    The  independent  living  movement.   So  it  kept  a  connection  and 
orientation  to  education  and  educated  people,  people  who  were 
trying  to  integrate,  trying  to  get  jobs,  trying  to  move  into  the 
mainstream. 


O'Hara: 


Leon: 
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O'Hara: 


Leon: 


Is  that  how  Ed  viewed  it  also,  do  you  recall? 
integrate  the  two? 


Did  he  try  to 


O'Hara: 
Leon: 


O'Hara: 


Leon: 


You  know,  we  were  at  CIL  when  the  folks  with  a  history  of  mental 
illness  first  came.   The  what  do  they  call  it?  The  previously 
institutionalized.   Is  that--I  forget.  I  don't  think  that  sounds 
quite  right,  but  it's  something  like  that.   People  who  had  been  in 
mental  health  institutions  began  to  push  CIL  for  services,  and  Ed 
was  very  welcoming,  but  he  didn't  know  what  to  do  for  them.   They 
were  disruptive.   I  can  remember  the  early  board  meetings  and 
Howie  Harp  and  other  people  who  were  disruptive.   It  was 
problematic.   Though  they  could  have  provided  the  same  kind  of 
peer  support  services.  As  far  as  I  can  remember,  CIL  didn't  do 
anything  with  mental  retardation  when  I  was  there.   It  just  didn't 
come  into  the  door.   It  didn't  come  knocking  at  the  door. 

I  remember  when  Judy  started  the  children's  program,  when  we 
began  to  look  at  children  with  multiple  disabilities.   It  may  have 
been- -I  don't  know  what  Zona  will  tell  you- -but  when  the  peer 
counseling  came  in,  we  may  have  started  drawing  them  in.   But  it 
really  started  out  with  responding  to  people  who  came  knocking  at 
the  door. 

Going  back  to  goals.   Are  there  any  others  that  we  should  mention? 

Well,  during  our  rehab  years,  federal  legislation  was  a  major 
goal.   When  I  came  in,  Ed  wanted  me  to  work  on  legislative  issues, 
the  issues  were  really  independent  living  and  this  whole  home  in 
the  federal  government  for  the  people  with  disabilities.   It  was 
the  disincentives  to  work—that  is,  the  Social  Security  disability 
benefits  system  and  all  the  barriers  it  presented  to  people  —  and 

the  barriers  were  related  to  Medicaid,  largely. 

\ 

For  future  historians,  can  you  explain  what  you  mean  by 
disincentives  in  the  Medicaid  system? 

In  order  to  be  eligible  for  Social  Security,  you  had  to  prove  that 
you  were  too  disabled  to  go  to  work.  There  was  a  listing  of 
functional  disabilities.   If  you  fit  one  of  the  def initions--if 
you  had  lost  three  limbs  or  you  were  totally  blind- -you  were 
automatically  eligible.   Otherwise,  you  had  to  show  that  you  were 
too  disabled  to  work.   If  you  went  to  work,  you  were  knocked  off 
the  system  and  you  couldn't  get  back  on  because  then  you  were 
obviously  not  too  disabled  to  work.   It  was  a  definitional  issue. 

Gradually,  over  the  years  that  I  was  in  rehab,  we  were 
chipping  away  at  this  absolute  rule  that  if  you  worked  you 
couldn't  go  back  on  disability.   So  there  were  trial  work  periods, 
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and  you  were  allowed  to  work  for  a  certain  amount  of  time.   Or  you 
were  allowed  to  earn  a  certain  amount  a  month. 

O'Hara:  Were  these  federal  regulations? 
Leon:  These  were  federal  regulations. 
O'Hara:  And  you  were  instrumental  in  some  changes? 

Leon:    I  don't  think  that  I  personally  was  instrumental.   I  know  that  I 

organized  our  work  and  that  I  worked  with  Doug  Martin  and  a  number 
of  other  people  who  were  instrumental,  and  I  worked  with  the 
public  assistance  subcommittee  in  I  think  it  was  Ways  and  Means 
Committee.   Social  Security  was  in  Finance  [Senate]  and  Ways  and 
Means  [House  of  Representatives],   It  was  not  in  the  same 
committees  in  Congress  as  the  rest  of  the  disability  stuff.   Being 
in  Ways  and  Means  and  Finance,  it  was  dominated  by  people  who 
dealt  with  tax  dollars  and  statistics,  numbers,  and  so  the  concern 
of  the  committee  was  really  how  much  money  it  was  going  to  cost 
and  how  much  was  going  to  be  spent.   It  wasn't  really--the  concern 
was  certainly  not  that  much  on  what  happened  to  people.   It  was 
really  concern  about  dollars. 

It  was  a  very  hard  committee  to  work  with  because  they  were 
always  working  on  statistics  and  actuarial  figures  and  stuff,  and 
we  didn't  have  the  data.  We  just  had  what  happened  to  people. 
But  we  worked  —  it  went  tremendously  slowly.   You'd  get  a  change, 
like,  a  change  of  trial  work  period.   You  could  have  more  than  one 
trial  work  period.   You'd  get  a  change,  or  that  certain  people  — 
and  they'd  very  tightly  define  it—would  be  able  to  get  back  on 
easily.   The  changes  were  small  and  narrow,  and  it  was  hard  to 
communicate  them  to  people. 

All  the  time  I  was  in  rehab,  there  was  always  a  very  nice 
program  within  the  Social  Security  disability  system  called  Self- 
Support  Plan,  where  you  could  as  a  rehab  client  go  to  work  and 
have  the  money  that  you  earn  go  toward  your  self-support,  if  you 
had  a  plan.   Then  you  could  keep  receiving  benefits  while  you 
worked.   That  was  a  really  wonderful  system  because  it  enabled 
people  to  try  out  work  while  they  retained  the  security  of  their 
benefits.   With  their  Social  Security  benefits  came  the  health 
benefits,  the  Medicaid.  Medicaid  was  tied  to  your  disability 
benefit. 

The  plan  that  you  developed  would  enable  you  to  purchase 
things  like  vans  and  ramp  your  house  and  put  in  electronic  systems 
to  help  open  doors  —  any  kind  of  thing  that  would  help  you  be 
employed.   If  you  were  thinking  of  working  on  your  home,  it  would 
really  enable  you  to  make  your  home  accessible. 
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O'Hara:   Were  the  rehab  counselors  trained  in  helping  people  set  these 
support  plans  up? 

Leon:  There  was  a  specialist  in  California  on  self-support  plans. 

O'Hara:  Was  that  part  of  Rehab? 

Leon:  Quite  a  nice  guy. 

O'Hara:  Or  was  that  something  else? 

Leon:    Well,  it  was  in  the  Department  of  Social  Services  because  it  was 

in  the  Social  Security  Administration.   But  Rehab  had  a  specialist 
on  self-support  plans,  and  counselors  were  trained  to  work  with 
their  clients  on  how  to  do  self-support  plans,  but  they  never 
learned.   For  some  reason,  they  never  learned.   It  was  the  least 
utilized  benefit  that  we  could  find.   It  was  tremendously  hard  to 
change  or  to  improve  the  system.   That  was  one  of  the  reasons  —  the 
way  we  finally  tried  to  get  around  it  was  when  we  gave  out 
contracts  to--I  think  we  gave  out  something  like  six  contracts 
around  the  state  to  independent  living  centers  to  provide 
ombudsmen.   I  think  the  ombudsmen  could  do  self-support  plans.   We 
also  tried  to  get  independent  living  centers  paid  by  Rehab  to  do 
self-support  plans. 

Now,  one  of  the  things  when  Ed  went  into  Rehab,  one  of  the 
things  he  thought  that  he'd  be  able  to  do  was  to  have  the  rehab 
system  use  independent  living  centers  as  providers  of  services  to 
clients.   He  thought  that  if  the  rehab  counselor  would  buy  peer 
counseling  services  from  an  independent  living  center,  the  rehab 
counselor  would  then  be  able  to  help  the  severely  disabled  person 
be  rehabbed. 

Well,  there  was  tremendous  resistance  throughout  the 
counselor  system  to  using  independent  living  centers.   They  just 
felt,  apparently  felt  that  the  service  was  not  defined  enough,  and 
for  some  reason  they  didn't  use  independent  living  centers  to 
develop  self-support  plans  for  the  clients.   I  don't  know  why.   I 
think  that  the  counselors  thought  that  self-support  plans  were 
unnecessary,  that  people  could  get  jobs  and  go  to  work.   Or  else 
they  thought  that  they  were  supposed  to  do  it  but  they  didn't  have 
the  time  and  really  weren't  paid  for  it. 

I  know  I  heard  the  excuse  that  the  independent  living 
centers  didn't  try  to  set  up  a  fee-for-service  system  with  the 
counselor.   You  have  to  understand  that  the  counselors  had  an  old 
relationship  with  rehab  facilities,  and  the  counselors  would  have 
a  client  and  then  they'd  look  for  a  service  in  the  community,  and 
then  they'd  approach  a  rehabilitation  facility  and  say,  "Would  you 
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provide  this  service?   We  have  a  number  of  clients  that  seem  to 
want  it . " 

Then  they  would  bring  in  their  facilities  specialist,  which 
was  a  branch  of  Rehab  whose  job  it  was  to  work  with  the  community 
--community  services.  A  facilities  specialist  would  go  to  this 
rehab  facility  and  work  with  them  to  set  up  service,  and  they 
would  provide  a  grant  to  get  them  started  up.   Then  the  rehab 
facility  would  provide  a  service  to  the  counselors.   The 
counselors  could,  if  they  wanted,  give  a  block  grant  to  the  rehab 
facility,  to  ensure  that  the  rehab  facility  had  money  to  provide 
the  service.   This  was  a  nice  system,  and  it  was  dominated  by 
counselors  figuring  out  what  they  wanted  and  asking  for  it. 

Independent  living  centers  came  in,  and  counselors  didn't 
know  they  wanted  them.   Counselors  didn't  think  that  the  people 
that  went  to  independent  living  centers  could  be  rehabbed  anyway. 
They  were  a  little  pushy.   Counselors  didn't  want  them,  and  they 
didn't  use  them.   Then  you  had  Ed  coming  in  from  the  top.   I  know 
he  made  a  video  when  he  first  came  in,  and  apparently  the  video, 
as  I  was  told,  wasn't  politically  the  smartest  video  in  the  world, 
but  I  think  he  probably  came  in  and  told  the  entire  rehab  system 
in  California  that  he  was  going  to  bring  independent  living  in. 
So  he  was  pushing  from  the  top,  and  the  disabled  people  were 
pushing  from  the  outside. 

But  anyway,  everything  was  tied--your  Social  Security 
disability  benef its—because  it  was  convenient,  because  there  was 
this  federal  system  of  Social  Security  disability  benefits  and 
this  whole  eligibility  system.   In  California,  when  it  came  a 
question  of  setting  up  the  in-home  supportive  services  system,  it 
just  tied  eligibility  to  the  Social  Security  disability  system. 
It  was  just  tied  to  it.   There  were  all  kinds  of  services  tied  to 
SSI. 

So  once  you  began  to  work  and  you  lost  your  SSI  benefits, 
you  lost  a  great  deal.   People  were  frightened.   Ed  used  to  say 
that  if  you  were  severely  disabled,  you  were  raised  by  a  whole 
society  of  people  who  thought  you  were  more  limited  than  you 
necessarily  were,  and  that  from  the  time  you  were  an  infant  it  was 
drummed  into  you  what  you  couldn't  do,  and  that  you  internalized 
it  and  that  you  saw  yourself  as  more  limited,  that  you  became 
passive  and  timid,  and  that  the  job  of  the  independent  living 
movement  was  to  empower  disabled  people. 

But  also  the  system  had  to  understand  that  disabled  people 
needed  reassurances  and  that  a  disabled  person  who  was  going  to  go 
to  work  needed  the  reassurance  that  they  could  go  back  on  their 
health  benefits  and  back  on  their  disability  benefits  if  they 
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became  sick.  Many  disabilities,  lifelong  disabilities,  had 
periods  of  flare-up  or  they  were  progressive.   So  many  of  the 
disabilities  are  progressive,  anyway.   I  don't  know  if  they  ever 
really  realized  that  fifty  years  ago,  but  most  of  them  are. 

So  this  idea  of  being  too  disabled  to  work  or  being  able  to 
work  and  you're  fine  just  doesn't  work.   It's  an  outmoded  sense  of 
what  disabled  means.   It's  tied  to  outmoded  ideas  of  medicine  and 
cure  and  stuff.   So  it  was  called  a  disincentive  to  Social 
Security. 

There  were  other  disincentives,  which  are  similar,  such  as 
the  income  tax  disincentives.   I  mean,  if  you  got  married,  you 
would  lose  your  benefits.   There  was  tremendous  fear  in  Congress 
or  among  professionals  that  people  would  continue  to  get  their 
disability  benefits  while  their  spouses  worked.   There  was  a 
paranoid  fear  of  "freeloading"  with  little  awareness  of  the  real 
costs  of  living  with  a  disability. 

O'Hara:   Fear  that  people  would  take  advantage  of  the  system  in  some  way? 

Leon:    Yes,  and  that  it  would  cost  too  much.   It  would  impoverish  the 

country.   It's  kind  of  like  the  fear  that  we  can't  afford  national 
health  insurance.   The  country  can't  afford  it. 

The  other  thing  that  we're  not  talking  about  is  the  history 
of  the  Rehab  Act  and  all  that.   I  mean,  that's  another  chapter. 
But  a  lot  of  this  is  tied  to  the  fact  that  it's  called  the  Rehab 
Act;  it's  not  called  the  disability  system  in  the  federal 
government.   It's  tied  to  rehab.   It  was  first  brought  in  because 
it  was  to  rehab  soldiers  returning  from  World  War  I.   It  just 
expanded  from  that.   Always  historically  had  this  very  strong  tie 
to  helping  people  get  back  to  work.   It  was  more  focused  on  people 
returning  to  work  than  people  going  to  work  for  the  first  time. 
In  fact,  SSI  didn't  come  into  being,  I  think,  until  twenty-five 
years  after  the  Rehab  Act.   So  it  was  really  focused,  early  on,  on 
this  real  work  for  people  who  could  go  to  work. 

So  Ed's  goals  were,  as  I  said,  independent  living  and  the 
disincentives.   Then  the  third  goal  was  very  clearly  civil  rights. 
Ed  just  really  carried  Sacramento  and  carried  with  him  the 
independent  living  movement  mantra.   He  was  interested—that  was 
exactly  what  CIL  was  interested  in.   But  it  was  the  civil  rights. 
It  was  the  right  to  use  the  transportation;  it  was  the  right  to 
use  education;  it  was  the  right  to  go  anywhere  where  anyone  else 
could  go. 

Those  were  the  three.   I  think  that  one  of  the  things  that 
he  wanted  Jim  Donald  to  do  when  he  brought  Jim  Donald  in  was  to 
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O'Hara: 

Leon: 

O'Hara: 

Leon: 


O'Hara: 


Leon: 


O'Hara: 


Leon: 


O'Hara: 
Leon: 
O'Hara: 
Leon: 


focus  on  the  civil  rights,  and  that's  what  was  predominantly  Jim 
Donald's  focus.   He  wanted  John  Hessler  to  focus  on  independent 
living.   He  may  have  wanted  him  to  focus  on  disability 
disincentives  also. 

And  Ed  knew  Jim  from  Berkeley,  when  Jim  was  a  student  here? 
No.   As  I  recall,  Jim  had  gone  to  UC  Davis. 

Jim  is  a  quad  who  is  an  attorney.  Was  there  a  unit  on  legal 
affairs? 

There  always  was  a  legal  affairs  office  in  the  director's  office. 
There  always  was  an  attorney  in  the  department  that  dealt  with 
legal  issues  when  the  department  was  sued  or,  yes,  if  the 
department  was  sued  or  if  an  appeal  would  really  go  that  far  or  if 
there  was  some  question  about  whether  the  department  was  acting 
according  to  the  federal  regs.   There's  always  some  minimal  amount 
of  work. 

So  a  counsel  to  the  department,  rather  than  an  active- -being 
proactive  for  legislation. 

Certainly  not.   I  don't  know  of  any  others  —  there  may  have  been, 
but  1  don't  of  any  other  state  agency  where  they  had  this 
proactive-- 


Was  Jim  proactive?   Was  that  his  job? 
suits  against  the  department? 


Or  was  he  dealing  with 


No,  he  was  bored  by  suits  against  the  department.   He  was  very 
disinterested.   He  had  a  staff.   He  had  two  attorneys,  I  think, 
that  worked  under  him.   He  was  very  interested  in  the  civil  rights 
issues.   That  was  all  he  was  interested  in.   He  had  the  compliance 
offices  under  him.  After  504,  after  Section  V  of  the  Rehab  Act, 
there  were  these  sections  that  required  accessibility.   There  was 
a  part  of  Section  V  of  the  Rehab  Act  of  '73  that  set  up  the 
Architectural  Barriers  Compliance  Board.   It  was  requiring  any 
agency  that  got  federal  funds  to  be  accessible,  as  I  recall. 

Yes. 

Jim  had  that  responsibility  in  his  unit. 

For  the  department? 


For  the  department.   He  took  it  on  as  for  the  state, 
with  Jerry  Brown's  knowledge. 


He  did  that 
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O'Hara:   What  do  you  mean  for  the  state?  For  the  whole  state? 

Leon:    Yes.   Ed  and  Jim  made  a  case  to  the  governor  that  Rehab  was  the 
agency  in  the  state  that  would  protect  the  interests  of  disabled 
people.   Sometimes  that  would  get  us  into  conflict  with  another 
state  agency  and  with  the  Health  and  Welfare  agency  that  Rehab  was 
a  part  of. 

By  the  way,  one  of  the  things  that  happened  within  the  first 
year  that  Ed  was  up  in  Rehab,  Rehab  was  a  part  of  the  state 
Department  of  Employment  Development.   In  many,  many  states,  it 
was  a  part  of  employment  development.   I  wasn't  there  then,  but  I 
know  that  in  that  year,  Rehab  moved  out  of  Employment  Development 
into  Health  and  Welfare.   I  know  that  was  something  Ed  really 
wanted  to  do,  but  I  don't  know  if  the  impetus  for  it  preceded  him. 

But,  you  see,  that  was  part  of  this  effort  and  it  changed 
its  name.   It  changed  its  name  from  the  California  Department  of 
Vocational  Rehabilitation.   It  was  the  California  Department  of 
Rehabilitation.   When  I  got  there,  the  "Voc"  was  dropped.   That 
was  symbolic  of  this  shift  that  Ed  was  anxious  to  implement  of  it 
being  an  agency  for  all  the  needs  of  the  disabled. 

Every  now  and  then,  Jim  would  be  a  thorn  in  the  governor's 
side  because  he  would  attack  programs  that  were  inaccessible  and 
then  they  would  complain  to  the  governor  or  they'd  complain  to  the 
legislature.   I  know  he  got  involved  with  an  early  access  suit 
with  Marie  Callender's  restaurants  and  Eddie's  or  something.  I 
think  it  was  called  Eddie's. 

O'Hara:   A  chain  restaurant? 


Leon:    Yes.   But  it's  not  the  Edy's  that  was  in  Berkeley. 
O'Hara:   Did  it  involve  the  governor? 

Leon:    It  involved  the  legislature  because  they  got  so  incensed  that  Jim 
was  suing  them,  and  they  didn't  think  it  was  the  role  of  the  state 
to  sue  a  private  business  for  inaccessibility.   But  Jim  would  try 
to  sue.   He  would  do  it  when  he  was  personally  prevented  from 
getting  in  someplace.   He  would  do  it  as  time  permitted  and  when 
something  personal  came  up.   It  wasn't  a  really  well-orchestrated 
campaign.   That  came  later. 

But  he  did  form  the  Community  Access  Network.   The  purpose 
of  the  Community  Access  Network  was  to  deal  with  access  issues 
around  the  state. 

O'Hara:   Was  that  through  the  Centers  for  Independent  Living? 
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Leon:    No,  they  weren't,  necessarily.   But  they  were  disabled  people  that 
he  would  train,  and  he'd  train  them  in  advocacy  skills  and  the 
access  law,  and  their  job  was  to  work  in  their  local  communities. 
Rehab  would  pay  for  their  expenses  when  they  did  that,  and  then 
they  would  come  together  periodically  for  meetings  and  stuff  like 
that.   As  far  as  I  can  remember,  I  think  they  were  fairly  separate 
from  independent  living  centers.   Because  independent  living 
centers  had  other  things  they  were  doing.   So  Jim  would  just  look 
for  people  who  were  interested  in  doing  it.   But  it  was  a  network 
that  might  have  survived  to  this  day.   The  emphasis  was  called  the 
Bill  of  Rights  of  Disabled  People.   Jim  was  involved  in  that. 

He  got  all  involved  in  housing  regs  and  ANSI  [American 
National  Standards  Institute]  standards.   We  contracted  with  an 
architect  to  come  up  with  some  universal  design  standards.   They 
were  really  lovely,  brilliant,  early  standards.   They  showed  that 
it  would  be  easy  to  transform  new  housing  in  California  if  you 
just  changed  the  code  for  door  jambs  [chuckling]  and  other  things. 
They  included  building  in  supports  in  the  structural  walls  so  that 
someone  could  raise  and  lower  sinks  and  things  like  that.   You 
didn't  have  to  make  the  sink  accessible;  you  just  had  to  have  the 
structure  in  the  wall  so  that  the  sink  could  be  lowered  by 
someone. 

There  were  state  guidelines  that  a  certain  percentage  of  all 
the  units  in  apartment  buildings  had  to  be  accessible  and  ramped. 
That  took  a  lot  of  his  time,  and  that  was  very  controversial.   He 
had  lots  of  construction  people  and  others  attacking  him  in  the 
department,  and  they  would  very  quickly  go  to  the  legislature. 
There  was  a  lot  of  stuff  when  they  went  to  the  legislature.   It 
was  very  easy  to  complain  about  something  the  department  did.   You 
need  to  realize  that  the  department  never  in  the  past  did  these 
things.   We  were  not  necessarily  polite.   We  were  combative  a 
little  about  how  we  did  it. 

We  got  involved  in  BART  stuff  and  transit  issues.   Of 
course,  the  ILC-- 

ii 

O'Hara:   Did  Jim  stay  during  the  whole  tenure  of  Ed? 

Leon:    Yes,  he  was  there  the  entire  time.   At  one  point,  we  brought  on 
Phil  Neumark,  who  is  an  attorney  that  was  with  CRLA,  California 
Rural  Legal  Assistance.   Phil  worked  with  us  on  federal 
legislative  stuff  and  worked  with  Jim.   Phil  was  a  very  strong 
advocate.   Phil  testified  at  the  504  hearing  that  was  in  the 
federal  building.   He  worked  with  Ralph  Abascal.   He  was  a  very 
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good  friend  of  Jim's, 
together. 


They  worked  on  civil  rights  issues 


Jim  also,  at  that  time,  ACCD  was  in  operation.   Oh,  1  know 
what  it  was.   During  that  time,  Disabled  Peoples'  International 
started  up.   That's  a  very  interesting  story.  What  1  wanted  to 
bring  up  right  here  about  Jim  was  Jim  got  involved  in  human  rights 
issues  internationally,  in  disability.   He  was  very  interested  in 
that. 

O'Hara:   That  started  at  that  time,  in  the  early  seventies? 

Leon:    Yes.   He  actually  went  to  some  U.N.  Human  Rights  meetings  in 
Geneva,  and  Karen--!  can't  remember  Karen's  last  name--Parker 
testified  internationally,  in  Europe,  at  U.N.  meetings  around 
human  rights.   They  were  the  leaders  in  the  U.S.  effort. 

O'Hara:   Efforts  regarding  people  with  disabilities  or  human  rights  in 
general? 

Leon:     Oh,  no,  people  with  disabilities.   Number  one,  people  were 

becoming  disabled  as  a  result  of  torture  and  incarceration  and  war 
and  stuff.   Internationally,  around  the  world.   Also  the  disabled 
people  were  at  the  bottom  of  the  heap.   They  were  the  people  in 
many  developing  countries,  especially  in  poor  countries,  that 
would  be  left  to  die  or  received  less  services.   We  were  very 
aware  of  abuses  and  hospitals  and  institutions  for  the  mentally 
retarded  here  and  multiply-disabled  here  in  the  United  States,  but 
it  was  much  worse  or  appeared  to  be  much  worse  in  other  countries, 
especially  poorer  countries. 

O'Hara:   Did  Jim  do  this  as  part  of  his  work  for  the  department? 

Leon:     Yes,  yes.   He  loved  it,  though.   He  did  it  as  part  of  his  personal 
work  and  as  his  office-- 

O'Hara:   Ed  saw  it  as  some  extension  of  the  department  goals? 

I.eon:    Ed  would  support  anything  that  Jim  could  do  in  the  area  of  civil 
rights.   His  message  to  us  was  "Do  as  much  as  you  can,  and  I'll 
support  you  as  much  as  I  can."  Complaints  would  come  to  him  about 
how  the  Rehab  dollars  were  being  spent,  and  he'd  have  to  justify 
it.   He  was  often  called  upon  to  justify  how  he  spent  the  dollars. 

O'Hara:   In  a  hostile  environment? 

Leon:    Yes.   Well,  first  of  all,  you  had  to  present  before  the 

legislature  every  year.   You  presented  your  budget.   So  Ed  and  Jim 
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and  other  people  —  and  I  would  sometimes  —  go  to  the  legislature  to 
present  the  Rehab  budget. 

O'Hara:   The  entire  legislature  or  committees? 

Leon:    No,  it  would  be  a  committee.  Actually,  it  was  an  assembly 

committee.   I  don't  know  if  it  was  a  senate  committee.   But  it  was 
an  assembly  committee.   If  someone  got  to  someone  on  the 
committee,  they  would  pressure  us.  Mostly  they  would  pressure  us 
about  institutions  for  the  mentally  retarded,  blind  issues. 

O'Hara:   About  putting  more  emphasis  on  them? 

Leon:    Yes.   There's  a  separate  agency  in  the  Department  of  Developmental 
Services  that  maintained  the  institutions.   You  have  to  understand 
this  was  the  period  of  deinstitutionalization,  when  they  began  the 
closing  of  institutions.   Ed  continued  to  complain  every  chance  he 
got  that  the  majority  of  the  money  being  spent  in  California  on 
disabled  people  was  being  spent  on  these  institutions.   The  unions 
of  the  workers  in  the  institutions  were  very  vocal  and  very  angry 
about  the  fact  that  the  institutions  were  being  closed. 

Ed  had  excellent  relationships  with  the  unions—with  most 
unions— but  nonetheless,  this  was  one  union  that  was  trying  to 
prevent  further  deinstitutionalization.   Parents  were  trying  to 
prevent  further  deinstitutionalization.   Ed  couldn't  touch  the 
Department  of  Developmental  Services.   He  would  continually  stab 
at  it  in  one  way  or  another.   So  that  would  come  up. 

I  know  that  one  of  the  largest  contracts  he  ever  let  was  a 
$1  million  contract  with  a  guy  named  Mark  Gold  to  work  in 
California  with  facilities— let  me  back  up.   I  don't  know  whether 
this  was  totally  Ed's  idea  or  whether  it  was  just  something  that 
was  happening  anyway,  but  there  were  programs  for  the  multiply 
disabled  and  mentally  retarded,  the  DD  community,  and  the  mentally 
ill  community  in  the  community  for  people  that  were  not  quite  as 
severely  disabled  to  be  institutionalized. 

Those  programs  gradually  came  over  to  Rehab.   We  called  them 
habilitation  facilities,  to  contrast  them  with  rehabilitation 
facilities.   Because  their  goal  was  recreation,  work  and  work 
activity.   But  the  thought  was  if  they  came  into  rehab  instead  of 
staying  where  they  were,  (in  the  Department  of  Developmental 
Services)  that  they  would  have  more  of  a  work  ethic  to  them  and 
they  would  move  people. 

One  of  Ed's  beliefs  was  that  people  with  mental  retardation 
and  multiple  disabilities  were  perceived  as  more  limited  than  they 
really  are  and  that  they  could  do  things,  and  in  conjunction  with 
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this,  he  brought  in  a  guy  named  Mark  Gold,  who  had  become  well 
known,  I  think,  in  Michigan  for  doing  some  really  innovative  work 
with  people  with  severe  mental  retardation.   He,  Mark  Gold,  worked 
by  breaking  down  an  activity  into  tasks  and  training  people  in 
individual  tasks.   The  goals  of  these  tasks  would  be  things  like 
tying  your  shoe,  dialing  a  telephone,  using  the  bus.   Very  basic 
independent  activity.   But  it  was  a  $1  million  contract,  and  that 
was  very  big  for  California.   I  know  that  that  was  heavily 
attacked  by  people  that  went  to  the  legislature  and  the 
legislature  was  questioning  that  we  brought  in  someone  from  out  of 
state  and  that  we  gave  this  contract  for  work  with  people  who  were 
too  disabled  to  benefit  from  it. 

That's  just  an  example.  We  also  were  attacked  in  the 
legislature  because  he  gave  another  contract,  which  I  think  was 
close  to  $1  million,  to  do  the  first  survey  of  disability  in 
California.   That  was  attacked  because  it  was  thought  that  Ed  was 
trying  to  inflate  the  number  of  disabled  people  in  California  in 
order  to  get  more  money  for  disability  in  California.  We  gave  the 
contract  to  the  University  of  California  in  Berkeley. 

The  survey  had  a  major  problem  because  of  the  methodology 
chosen.   They  did  a  telephone  survey  and  as  a  result  probably 
undercounted  the  deaf  and  the  mentally  ill-- 

O'Hara:   In  the  survey. 

Leon:    In  the  survey.  Also  the  mentally  retarded.   So  therefore  they 

adjusted  the  figures.  As  soon  as  they  adjusted  the  figures,  that 
led  to  a  lot  of  disagreement.   But  that  survey  showed  that  14 
percent  of  the  population  in  California  is  disabled,  which  was  a 
much  higher  figure  than  anyone  had  come  up  with  before.   But 
that's  just  an  example  of  the  kinds  of \ssues  that  came  up. 

I  don't  know  if  I  can  say  anything  really  much  more  about 
Jim.   I  think  that's  pretty  much  what  he  was  working  on. 

O'Hara:   You  mentioned  that  he  traveled  internationally  and  worked  on 
international  issues.   Did  Ed  at  this  time  at  all? 

Leon:    Yes.  Well,  it  wasn't  long  after  the  Rehab  Act,  I  think,  that  60 
Minutes  became  curious  about  Ed.   I  don't  know  where  that  came 
from.   But  I  remember  when  Tom  Brokaw  came  to  Rehab  to  interview 
Ed,  and  so  there  were  problems  before  60  Minutes  that  he  came  to 
talk  to  him  about  what  was  going  on  in  disability,  and  I'm  sure  it 
was  after  504  because,  as  I  said,  504--everyone  just  suddenly  saw 
the  disability  rights  movement. 
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O'Hara: 


Ed  had  been  invited  to  go  to  France  by  someone  who  was  very 
active  in  the  very  beginning  of  the  disability  movement  in  France. 
One  of  the  things  they  did  was  they  arranged  for  him  to  meet 
[President  Francois]  Mitterand  and  also  he  was  to  take  a  train  to 
Nancy  to  attend  some  international  conference  on  disability.   The 
train  was  too  inaccessible.   I  think  they  got  him  on  the  train, 
and  they  couldn't  get  him  off.   It  was  a  big  press  conference 
about  not  being  able  to  get  off  the  train. 

60  Minutes  went  to  France  with  him,  so  I  guess  the  first  60 
Minutes  show  came  before  that.   But,  you  know,  Harry  Reasoner  came 
to  Rehab  to  meet  Ed,  and  we  started  to  work  with  Lowell  Bergman, 
who  was  the  producer  of  60  Minutes,  on  this.   But  that  was  a  very 
important  breakthrough,  having  Ed  interviewed  on  60  Minutes.   That 
got  really  a  huge  amount  of  national  attention. 

Did  that  span  the  time  between  Ed  being  in  Rehab  and  leaving 
Rehab? 


Leon:    Well,  no.   That  was  while  he  was  with  Rehab.   As  I  recall,  there 
was  one  show,  and  then  after  the  trip  to  Nancy  a  rerun  of  the  old 
footage  with  some  new  stuff.   It  was  while  he  was  there.   Let's 
see.   While  he  was  in  Rehab,  there  was  an  organization,  an  old 
organization,  called  the  World  Rehabilitation  Fund.   World 
Rehabilitation  Fund?   Is  that  what  it's  called? 

O'Hara:   I  think  so. 

Leon:     It  was  an  organization  of  national  organizations  of  rehab 
facilities.   I  mentioned  before  that  we  had  a  national 
Organization  of  Rehab  Facilities  in  this  country.   There  was 
something  like  that  in  many  other  countries,  and  they  formed  an 
international  organization.   The  purpose  of  it  was  to  learn  from 
each  other.   In  some  countries  it  had  —  countries  that  had 
disability  agencies  —  they  would  be  a  part  of  it.   In  the  United 
States  it  was  Goodwill  and  the  National  Association  of  Rehab 
Facilities  and  maybe  one  other  agency  that  was  —  Paralyzed 
Veterans,  I  think— that  were  very  powerful  in  the  World  Rehab 
Fund. 

There  was  an  international  conference  every  four  years  or 
something  like  that,  and  there  was  an  international  conference  in 
Winnipeg,  Canada.   I  think  that  was  about  '74?  Yes.   Ed  went,  and 
there  were  some  other  disabled  people  there.   Henry  Enns  from 
Canada  and  a  few  others.   They  went  to  the  meeting,  and  the 

meeting  was  inacc they  couldn't  get  into  the  meeting.   There  was 

no  room  for  them.   It  was  all  chairs.   They  bolted  and  they 
announced  that  they  were  going  to  form  their  own  organization  of 
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Leon: 


disabled  people, 
International. 


and  it  was  going  to  be  Disabled  Peoples' 


It  was  very  offensive  to  the  World  Rehab  Fund.   The  World 
Rehab  Fund  had  disabled  people  in  it,  from  other  countries,  and 
was  really  convinced  it  was  a  do-good  organization  that  cared 
about  disabled  people.   But  they  were  absolutely  offended  that 
disabled  people  wanted  to  be  represented  on  the  board  and  demanded 
to  be  represented  on  the  board.   It's  just  astonishing  that  they 
just  found  that  so  offensive.   It's  very  interesting.   It  seems  so 
uppity,  you  know? 


So  Ed  became  part  of,  like,  a  ten-person  international 
steering  committee  to  form  Disabled  Peoples'  International, 
got  him  more  internationally  active. 


That 


O'Hara:   Was  that  in  '75? 


I  think  that  was  about  '75. 


O'Hara:   As  soon  as  he  took  office? 

Leon:     Yes.   No,  it  was  after  he  took  office.   In  fact,  the  World  Rehab 
Fund  meeting  was  after  he  took  office  in  Sacramento,  so  it  must 
have  been  '75,  '76. 

He  got  the  governor  to  host  a  meeting  of  the  steering 
committee  of  Disabled  Peoples'  International  here  in  California. 
We  held  it  at  the  Claremont  Hotel  here  in  Berkeley.   The  governor 
didn't  appear,  as  I  recall,  but  the  governor  sent  a  representative 
and  all  that.   The  purpose  of  that  was  to  organize  the  charter  and 
set  it  all  up.   They  were  arguing  about  disabled-control.   It  was 
really  a  huge  —  again,  it  was  the  same  issues  as  were  going  on  in 
the  independent  living  in  the  United  States. 

O'Hara:   You  mean  this  group  of  disabled  people  were  arguing  about  the 
disabled  control? 

Leon:    Yes,  and  also  how  disabled  someone  needed  to  be  to  be  included  in 
the  "in-group."  Really,  you  know,  I  can't  understate  the  mental 
mindset  of  the  movement  at  that  time.   Disabled  people  saw 
themselves  as  having  a  rare  chance  to  invade  the  mainstream 
system.   But  I'm  sure  it's  the  have-not  mindset,  part  of  having 
been  excluded  for  so  long.   But  there  was  the  issue  about  who's 
included  and  what  disability  and  what  they  thought  about  their  and 
others'  disabilities. 

We  talked  before  about  a  hierarchy  of  disabilities,  and 
there's  a  lot  of  prejudice  about  different  disabilities. 
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Certainly  you  know  the  prejudice  about  substance  abuse  and  the 
prejudice  about  mental  illness.   There's  all  kinds  of  prejudice. 
Also,  disability  as  a  result  of  war  and  real  hostility  between  the 
groups—one  political  group  against  the  other  political  group- 
even  though  they're  both  disabled. 

So  there  were  battles  about  democracy  and  inclusiveness. 

O'Hara:   Does  this  mean  that  Ed  traveled,  then,  to  other  countries  as  part 
of  this,  too? 

Leon:    He  did  travel  to  other  countries.   I'm  trying  to  remember  all  the 
countries  he  went  to  when  we  were  in  Rehab.   Of  course,  after  he 
left  Rehab  and  we  started  WID,  he  traveled  a  great  deal.   He  must 
have  traveled  to  thirty  countries.   But  while  he  was  in  Rehab  he 
went  to  Japan,  he  went  to  Australia.   I  remember  he  went  to 
Australia  without  his  respirator  being  connected  in  the  plane.   It 
was  very  scary. 

O'Hara:   They  wouldn't  allow  it? 

Leon:  They  wouldn't  allow  it.  He  flew  to  Hawaii  and  then  he  flew  from 
Hawaii  to  Australia.  He  said  he  frog-breathed  the  whole  way.  I 
didn't  go.  That's  what  he  told  me,  but  I  could  never  completely 
believe  it. 


O'Hara:   Did  you  go  on  any  of  these  trips? 

Leon:     The  international  ones?   No,  I  didn't  go  on  any  of  them.   He  went 
to  Ireland;  he  went  to  England  and  France.   I  don't  remember  him 
going  to  Africa. 

O'Hara:   How  was  he  received  at  these? 

Leon:    Like  a  god.   Like,  in  France,  he  would  go  as  the  highest-ranking 
disabled  political  official  in  the  United  States  and  he's 
disabled,  [laughing]  can  you  believe  it?   I  mean,  we'd  promote  it. 
We'd  sell  him  that  way,  you  know?   He  used  it  for  whatever  it  was 
worth.   He  was  revered.   I  mean,  everyone  knew  his  name.   No  one 
knew  what  he  looked  like.   Everyone  thought  he  did  everything, 
that  he  was  solely  responsible  for  everything.   It  must  have  been 
quite  a  heady  trip  for  him.   He  loved  it. 

O'Hara:   Do  you  remember  his  first  trip  abroad? 

Leon:     No.   But,  you  know,  I  don't  even  think  Janice  would  have  it,  no. 
His  first  trip  abroad,  no. 
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O'Hara:   Was  his  goal  to  promote  independent  living  and  civil  rights  in 
other  countries? 

Leon:    Yes.   The  idea  was  that  we  were  carrying  the  successes  of  the 

independent  living  movement  to  other  countries,  to  other  disabled 
people,  to  show  them  how  it  could  be  done.   This  was  how  we  had 
done  it.   He  saw  it  as  a  political  agenda.   He  saw  it  as  a  matter 
of  organizing  people.   He  really  believed  that  you  wouldn't  get 
anywhere  unless  you  approached  it  as  a  civil  rights,  political 
issue. 

O'Hara:   You  mentioned  Ralph  Abascal  for  a  minute  a  while  ago.   Was  there  a 
close  working  relationship  between  Ralph  and  the  department? 

Leon:    Well,  see,  Ralph  was  a  friend  of  Jerry  Brown's,  and  Ralph  was 

somehow  instrumental  in  Ed  becoming  the  state  director.   Ralph  had 
started  CRLA  and  had  gotten  very  involved  with  farm  workers  and 
was  working  with  Cesar  Chavez.   Ralph  was  a  good  friend  of  Phil 
Burton's,  as  I  recall.   I  believe  Ralph  may  have  gotten  involved 
in  the  IHSS  effort  early  on,  but  I'm  not  terribly  sure  about  that 
because  it  was  pre-me. 

O'Hara:   I  don't  know  how,  but  he  was. 

Leon:     Yes.   He  was  just  a  warm,  brilliant,  sensitive  guy.   But  he  really 
cared.   He  looked  for  solutions  to  issues  that  affected  the  poor. 

O'Hara:   How  did  Ed  meet  him? 

Leon:     I  don't  know.   I  don't  know  how  he  came  in  touch.   I  think  that  Ed 
was  involved  in  some  of  the  civil  rights  stuff  in  the  early  CIL 
days  that  I  wasn't  involved  in. 

O'Hara:   You  think  that  Ralph  was? 

Leon:     Ralph  was  one  of  the  attorneys  who  was  doing  public  interest  law. 
The  lead  organizations  were  CRLA  and  Public  Advocates.   1  had  no 
knowledge  of  either  group  until  I  got  to  Sacramento.   I  don't  know 
whether  Ed  had  met  Public  Advocates  before  his  appointment  to 
Rehab.   You  see,  Public  Advocates  was  a  public  interest  law 
center.   It  was  like  CRLA.   They  were  working  in  the  public 
interest.   That  was  what  Phil  Neumark  did.   I  don't  know  whether 
Jim  had  done  some  work  in  that  area.   But  those  were  the  people 
that  Jerry  Brown  was  involved  with.   Those  were  the  people  that  Ed 
saw  as  allies. 

Ralph  was  helpful  in  deinstitutionalization  issues.   We 
called  upon  him  for  deinstitutionalization  issues  whenever  we  came 
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upon  some  kind  of  abuse  in  one  of  the  state  hospitals  or  something 
like  that.   Also  minority  issues. 

You  know,  just  as  an  example,  the  day  that  the  votes  were 
counted  and  that  initiative  that  denied  illegal  immigrants  access 
to  any  state  benefits  —  do  you  remember-- 

O'Hara:   Recently? 

Leon:    Yes,  yes.   Was  it  Prop.  187?  The  day  that  it  passed,  I  met  Ralph 
in  an  elevator  in  San  Francisco.   He  had  just  come  from  a  federal 
judge  and  had  gotten  an  injunction  to  prevent  it  from  being 
implemented.   That  was  Ralph!   That's  where  he  was,  you  know? 
When  we  were  working  in  Sacramento,  Ralph  was  very  involved  with 
state  farm  workers.   I  know  he  was  doing  legal  cases  around 
farming  machinery  that  was  dangerous  to  the  farm  workers  and  all 
that. 

O'Hara:   It  sounds  like  he  was  a  good  connection. 

Leon:     His  real  interest  was  poverty,  he  was  an  ally  whenever  you  hit  a 
poverty  issue,  and  he  was  highly  respected,  nationally  and 
statewide.   Judy  would  probably  remember,  too.   We  used  him  to  get 
to  people  in  Congress  every  now  and  then.   He  was  helpful  in  that 
regard. 


California's  Refusal  to  Comply  with  Disability  Redetermination  for 
Social  Security 


O'Hara: 


Leon: 


What  about  contact  with  the  government? 
regular  contact  with  the  government? 


Did  you  and  Ed  have 


Ed  did.   He  was  with  the  cabinet.   He  wasn't  in  the  cabinet. 
Mario  Obledo,  the  secretary  of  Health  and  Welfare,  was.   But  there 
apparently  was  an  expanded  group,  and  Ed  was  in  that  group,  which 
met  under  the  auspices  of  the  Health  and  Welfare  agency.   There 
were  some  meetings  that  Ed  went  to  that  were  the  expanded  cabinet. 
But  he  wasn't  the  first  tier. 

I  would  get  involved  with  the  government  only  when  there  was 
some  issue  that  we  wanted  the  governor  to  really  support.   The 
issue  that  came  up  was  at  one  point  the  feds  decided  that  they 
were  going  to  reassess  the  eligibility  of  everyone  on  Social 
Security  disability  benefits.   It  was  called  disability 
redetermination. 


Ill 


O'Hara: 
Leon: 

O'Hara: 
Leon: 

O'Hara: 
Leon: 


O'Hara: 
Leon: 


Ah,  here's  your  eleven-thirty  person. 
No,  that's  just  the  window  rattling. 

Oh  [chuckling],  okay!   [laughing]   I  thought  that  was  someone  at 
the  door! 

No.   Scared  me. 

What  was  happening  was  that  every  state  had  a  certain  proportion 
of  the  total  caseload  they  had  to  redetermine  their  eligibility. 


This  was  a  federal  project  or  state? 


It  was  a  federal  project,  and  it  was  demanded  by  Congress.   It  was 
an  effort  of  Congress  to  look  at  whether  there  were  people  who 
were  cheating  on  the  disability  benefit  roll.   It  was  a  huge 
scandal.  Announcements  went  out,  letters  went  out  to  everyone  who 
was  on  benefits  throughout  the  states,  telling  them  they  were 
going  to  have  their  eligibility  reviewed  and  they  may  lose  their 
benefits.   Then  schedules  were  drawn  up  for  reevaluating  people. 

The  state  Department  of  Social  Services  fell  badly  behind 
schedule.   They  were  at  least  six  months  behind.   I  remember  going 
over  there  for  a  meeting,  and  they  would  have  boxes  and  boxes  of 
cases  that  they  were  supposed  to  be  dealing  with  that  were  just 
sitting  there.   People  were  very  concerned.   There  were  deadlines 
that  were  announced  in  the  paper  that  of  course  Department  of 
Social  Services  wasn't  going  to  meet,  but  that  people  were 
frightened  about. 

We  were  convinced  that  some  people  would  commit  suicide  and 
do  other  things  because  they  were  in  danger  of  losing  their 
benefits.   The  people  who  are  on  disability  benefits  are  people 
who  are  very  severely  disabled.   Many  of  the  disabilities  are 
cognitive  or  emotional  disabilities.   It's  a  very  fragile, 
vulnerable  population  that  the  threat  of  taking  what  they  depend 
on  for  life  support—taking  that  away  from  them—is  enough  to 
destroy  them  completely. 

So  what  I  did  was  make  the  case  that  it  was  inhumane.   That 
the  reevaluation  system  was  inhumane  and  it  was  poorly  thought 
through,  that  the  criteria  wasn't  very  good,  and  that  all  these 
people  were  being  subjected  to  this  psychological  terror. 

You  made  this  pitch  to  the  governor? 

Yes.   I  made  it  to  the  governor's  legal  office,  which  was  Tony 
Kline,  actually.   He's  now  a  judge  in  San  Francisco.   But  he  was 
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the  head  of  the  governor's  legal  affairs  office.   Ed  and  1  went 
over  there  to  talk  to  him,  and  we  had  a  number  of  meetings  with 
him  where  we  were  saying  that  what  Jerry  should  do  is  say  that 
California  would  no  longer  comply  with  the  federal  demand.  We 
were  saying  that  California  couldn't  in  any  case.   You  know,  it 
was  so  far  behind.   That  it  was  also  inhumane. 

He  did.   He  did.   But  by  the  time  we  finally  got  him  to  do 
it,  it  was  a  little  late,  and  it  didn't  get  the  kind  of  national 
publicity  that  we  expected.   I  also  worked  with  his  legislative 
counsel  in  Washington,  and  so  she  knew  and  she  was  telling  the 
people  on  the  committees  and  stuff  like  that  that  we  were  doing 
it.   But  we  did  it.  We  came  out  saying  that  California  would  stop 
the  disability  determinations. 

It  wasn't  long  after  that  that  Congress  stopped  it.   But 
this  problem  was  happening  all  over  the  country.   You  know,  they 
have  done  it  again.   Again,  was  it  just  two  years  ago,  a  year  and 
a  half  ago? 

O'Hara:   A  year  and  a  half. 

Leon:     Yes.   I  think  it  has  just  been  completed.   When  it  happened  again 
during  our  tenure,  it  was  an  outrageous  situation.   The  Department 
of  Social  Services  would  reevaluate  people  and  almost  invariably 
knock  them  off  benefits.   Then  the  person  would  appeal.   Almost 
every  appeal  that  we  came  upon  was  reversed  by  the  administrative 
law  judge.   So  the  people  would  go  through  this  terrible  process. 
It  really  was  an  instance  of  people  being  treated  inhumanely.   And 
it  shocks  me  that  it  happens  again  and  again,  that  there's  such 
callousness.  We  don't  learn.   But  that  was  just  one  of  the 
examples.   It  wasn't  a  big  issue,  but  it  was  one  of  those  that 
succeeded . 

O'Hara:   Did  you  actually  end  up  having  direct  contact  with  the  governor? 

Leon:    Yes,  yes.   Yes,  I  did.   Actually,  I  had  direct  contact  with  the 
governor  on  a  couple  of  things.   I  don't  really  remember  much 
about  which  they  were.   He  was  pretty  accessible.   He  didn't  say 
too  much.   He  was  intrigued.   He  was  another  one  like  Ed.   He 
would  say  yes  to  lots  of  things.   He'd  say,  "Go  ahead.   Try  it. 
Let  me  know." 

O'Hara:   We've  reached  the  end  of  another  tape. 
Leon:    Okay  [chuckling]. 
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Judy  Heumann's  Work  in  Sacramento,  1981 
[Interview  5:  February  24,  1998]  II 


O'Hara: 
Leon: 

O'Hara: 

Leon: 


O'Hara; 
Leon: 


Now,  I  understood  that  Judy  was  in  Sacramento  for  at  least  a  short 
period  of  time  during  Ed's  administration? 

Yes,  she  was  there  for  about  the  last  six  months  of  the  Jerry 
Brown  administration. 

Why  did  she  go  up? 

It  was  our  suggestion.   I  think  it  was  a  result  of  conversations 
we  had  together  about  what  the  agendas  were  that  we  would  have  to 
tackle  in  order  to  expand  the  firm  rooting  of  the  independent 
living  movement  and  disability  services.   We  were  aware  that  Jerry 
Brown  would  probably  only  have  two  terms,  and  were  concerned  about 
what  we  should  try  to  do  before  the  end  of  this  term.   I  talked  to 
Judy  about  coming  up  and  working  with  us  on  a  number  of  things 
that  we  were  trying  to  accomplish.   She  probably  will  talk  about 
what  she  did  when  she  was  there,  but  she  came  up  to  work  on 
independent  living  centers  and  to  work  on  disincentives  and  some 
consumer  stuff.   You  know,  there  were  lots  of  efforts  to  get 
consumer  input  into  the  Department,  and  she  became  involved  in 
those. 


She  was  able  to 


O'Hara: 


I  remember  she  had  the  office  next  to  mine, 
bring  her  attendant  on. 

[tape  interruption] 

What  did  her  attendant  do? 


First,  let  me  tell  you  that  it  was  considered  quite  an 
accomplishment  to  have  a  special  category  where  you  could  bring  in 
someone  to  work  as  your  personal  assistant.   It  was  totally 
unprecedented  in  civil  service.   We  started  it  in  California  and 
it  was  our  intent  that  we  would  go  nationally  with  it  and  make 
sure  it  happened  in  the  federal  government.   It  was  the  idea  that 
you  could  bypass  some  of  the  restrictions  in  the  civil  service 
code  in  order  for  you  to  hire  someone  to  be  your  personal 
assistant  that  you,  personally,  selected,  rather  than  someone  who 
is  next  on  the  list. 

Oh,  this  was  not  what  we  would  call  a  reasonable  accommodation  to 
disability. 


Leon:    Well,  yes,  it  is  a  reasonable  accommodation  to  disability. 
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O'Hara:   Oh,  it  was  related  to  disability,  though. 

Leon:    Yes,  yes.  What  was  special  about  it  was  that  it  was  a  new  route 

into  the  civil  service  system.   You  became  eligible  for  promotions 
and  to  moving  into  the  mainstream  system.   You  just  got  in  that 
way.   That's  my  recollection  of  it. 

O'Hara:   Was  that  hard  to  get  that  achieved? 

Leon:     Yes.   Yes,  it  was.   I  think  Ed's  attendant  was  the  first  one,  and 
then  Judy  got  hers.   Ed  had  justified  his  on  the  basis  of  his 
unusual  job,  but  Judy's  was  just  a  full-time  personal  assistant. 

O'Hara:   What  did  it  take? 

Leon:    Well,  I  know  Ed  was  working  with  the  state  personnel  office.   And 
the  personnel  office  actually  had  a  committee  of  disabled  state 
employees.   I  know  that  Ed  had  to  interact  with  them,  and  it  took 
a  long  time.  It  took  a  long  time  to  define  and  to  make  sure  that 
it  didn't  create  a  loophole  that  someone  would  find  illegal  or 
something  like  that. 

I  believe  Ed  did  use  it  also;  I  think  he  brought  one  of  his 
attendants  on  that  way.   Ed  had  attendants  around  the  clock,  so 
when  he  worked  for  the  state,  the  state  would  pay  for  his 
attendants  during  work  hours  or  when  he  traveled.   So  Ed  would 
bring  on  his  favorite  attendant,  one  that  would  work  and  be  paid 
by  the  state,  and  then  he'd  have  another  attendant  at  home.   It 
saved  a  lot  of  money,  and  it  really  was  very  helpful.   It  was 
clearly  the  idea  that  you  picked  the  person  you  liked.   You  didn't 
have  to  pick  a  person  that  passed  some  other  personnel  exam. 

During  that  brief  six-month  period,  Judy  went  to  Washington 
a  number  of  times  with  us,  and  we  did  a  number  of  advocacy  things. 
We  certainly  were  all  very  aware  of  the  fact  that  the 
administration  was  coming  to  an  end.   I  know  that  one  day  the 
deputy  director  from  the  DMV,  Department  of  Motor  Vehicles,  came 
over  to  visit,  and  I  remember  we  had  this  conversation  about  what 
he  accomplished  and  how  he  felt  about  leaving  the  state.   He  said 
that  the  only  reason  he  joined  state  service  was  because  he  wanted 
to  make  sure  the  DMV  would  be  open  on  Saturdays  and  that  with 
great  difficulty  he  got  it  open  on  Saturdays.  As  soon  as  he  left, 
they  canceled  it. 
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Leon:    We  were  very  aware  that  people  were  just  simply  waiting  for  Ed  to 
leave  and  that  there  wasn't  that  much  that  we  were  leaving  behind. 
We  were  leaving  behind  a  number  of  civil  servants  who  were 
disabled.   But  disappointingly,  they  weren't  strong  enough,  and 
they  weren't  vocal  enough.   They  may  have  been  solid,  but  they 
weren't  change  agents. 

We  were  pleased  that  people  like  Ed  Rogers  and  Manny  Urena 
and  Lisa  Coyne  would  stay  in  Rehab,  but  these  people  did  not  share 
our  passion  for  making  the  agency  more  consumer-responsive  and 
consumer-driven.   That  was  a  source  of  disappointment.   There  were 
things  like  the  rights  of  disabled  people.   It  was  nice  to  look 
back  that  that  would  be  there  forever,  you  know,  that  people  knew 
what  their  rights  were.   The  independent  living  centers  were 
certainly  a  result  of  our  involvement  that  would  never  go  away. 
There  was  the  legislation  in  the  state  to  fund  independent  living 
centers,  called  A.B.  204. 

O'Hara:   Had  there  been  an  increase  in  the  independent  living  centers  over 
the  eight  years  Ed  was  there?   I  think  he  said  it  started  with 
ten. 

Leon:     Yes,  there  was.   Well,  as  soon  as  the  Rehab  Act  of,  I  think  it  was 
'78,  was  passed,  it  has  the  title,  independent  living  title.  Well, 
that  title  had  funds  for  new  independent  living  centers,  and  new 
independent  living  centers  started  to  appear,  like,  "79  I  think. 
All  over  the  country.   You  know,  two  per  state  or  something  like 
that.   But  in  the  first  few  years,  none  of  that  money  came  to 
California. 

California  used  more  of--I  don't  know  what  money  we  used. 
Rehab  applied  for  some  of  that  money  to  set  up  independent  living 
centers  or  to  provide  independent  living  center  services  for  the 
deaf  and  the  blind,  as  I  recall.   Because  there  was  a  special  part 
of  that  title  for  deaf  and  blind,  as  I  recall.  Maybe  it  was  only 
for  the  deaf,  but  anyway,  we  did  apply  for  that  money  and  got  that 
money.   Slowly  the  state,  you  know,  the  rehab  agency's  facility 
division  began  to  develop  more  independent  living  centers  in 
California. 

We  were  very  slow  to  start  up.   They  were  very  hard  to  start 
up.   I  think  there  were  a  few  more  in  L.A.   I  know  there  was  a 
continuing  problem  with  trying  to  get  one  in  south-central  L.A. 
They  really  couldn't  find  community  people  to  start  it  or  they 
didn't  have  any  experience  managing  the  money  and  couldn't,  didn't 
manage  it  successfully.   It  was  hard  to  expand  the  independent 
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living  centers  beyond  the  first  ten.   There  needed  to  be  some 
community  outreach  and  development  work  going  on. 

Also,  as  soon  as  Title  VII,  which  is  the  independent  living 
title,  came  in,  the  feds  were  very  intent  on  defining  independent 
living  centers  and  figuring  out  criteria  to  evaluate  them.   There 
was  a  huge  controversy  about  how  you  define  them  and  how  you 
evaluated  them.   The  feds  wanted  to  evaluate  them,  of  course,  on 
numbers  of  services  provided,  and  there  would  be  arguments  about 
what  is  a  service,  whether  peer  support  was  a  service.   Actually 
in  the  old  days,  when  it  was  less  defined,  it  was  easier  to  start 
an  independent  living  center,  when  you  could  get  the  money  just  in 
California  from  Ed  and  you  could  do  what  you  did. 

O'Hara:   It  seems  to  me  there's  the  same  number  now  as  there  was  when  Ed 

left  the  administration,  of  twenty-five  or  -six?   It  seems  like  it 
stayed  level  for  a  very  long  time. 

Leon:     I  remember  when  [A.B.]  204  was  first  passed,  there  was  just  the 
original  ten  programs.   I  remember  when  204  was  reauthorized  and 
increased,  there  was  what  they  called  the  second-generation 
California  programs.   I  think  it  had  gone  from  ten  to  twenty. 
There  was  a  dispute  about  whether  the  first  ten  programs  needed  to 
get  less  from  the  state  in  order  for  the  newer  programs  to  get 
enough.    The  original  programs  had  more  political  power  and 
preserved  their  share,  pretty  much.   They  were  grandfathered  in  at 
their  level,  and  the  new  programs  got  less.   They  got  something 
around  $125,000  a  year,  each,  for  core  services  and  administration. 

Judy  must  have  been  involved  in  that  in  the  last  period,  but 
I  don't  really  remember.   I  remember  that  in  California  we  started 
a  coalition  of  independent  living  centers,  and  then  it  was  used  by 
the  Rehab  agency  as  the  group  Rehab  could  talk  to  about  the  rehab 
grants.   The  A.B.  204  money  from  the  state  came  through  Rehab  to 
the  centers,  and  any  money  from  the  feds  would  come  through  Rehab 
to  the  centers,  so  Rehab  called  together  all  the  independent 
living  centers  to  meet  with  them  periodically,  to  go  over-- 

O'Hara:   You  mean  Ed's  department? 

Leon:     Yes.   The  centers  themselves  decided  to  organize  and  form  their 
own  coalition.   They  became  a  coalition,  and  they  elected  their 
president.   I  think  their  first  president  was  June  Kailes,  the 
director  of  WCIL.  At  some  point  June  shared  that  job  with  Brenda 
Primo,  who  was  then  the  director  of  the  Dale-Macintosh  ILC.   I 
think  they  were  co-chair.   We  began  to  find  ourselves  in  the 
position  where  the  independent  living  centers  were  fighting  the 
rehab  agency.   Ed  was  in  that  uncomfortable  position  where  he  was 
representing  the  rehab  agency.   You  know,  he  was  representing  an 
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O'Hara: 
Leon: 

O'Hara: 


Leon: 


agency  that  had  requirements.  They  had  to  be  accountable  for  the 
money  they  got  from  the  feds.  The  independent  living  centers,  of 
course,  wanted  their  freedom  to  develop  as  they  could  develop. 

So  that  was  disappointing  and  not  necessarily  very  pleasant 
at  all,  to  be  in  the  position  where  the  independent  living  centers 
were  fighting  the  department.   Of  course,  Brenda  Prirao  was  a 
Republican.   Actually,  one  of  the  Orange  County  legislators  came 
out  and  was  attacking  the  department  for  something,  and  Brenda 
wouldn't  support  Ed,  and  she  was  supporting  the  legislator.   It 
was  another  instance  where  there  was  infighting  within  the 
movement,  of  course.  Which  is  probably  necessary,  maybe  even 
healthy. 

I  know  that  it  has  been  hard  to  develop  independent  living 
centers.   There  is  not  a  lot  of  money.   There  certainly  was  a  very 
heavy  emphasis  on  Ed's  part  that  it  be  consumer-controlled,  that 
the  director  be  disabled.   There  was  quite  a  bit  of  peer  pressure 
about  how  many  non-disabled  people  were  involved.   I  know  one  of 
the  Rehab  employees  left  Rehab  and  became  the  independent  living 
director  in  Humboldt  County.   He  was  non-disabled,  but  he  was 
originally  from  Humboldt  County.  We  thought  that  would  be  one  of 
the  best-run  centers  because  he  was  a  former  civil  servant  and  he 
was  really  very  bright  and  had  done  research.   But,  actually,  he 
wasn't  the  director  very  long.   It's  just  my  opinion,  but  I  think 
his  peer  group  of  ILC  directors  was  not  fully  supportive  of  him 
because  he  wasn't  disabled. 

It  was  one  of  Ramon's  [Jimenez]  jobs,  to  work  with  the 
independent  living  centers. 


On  evaluation? 

Evaluations  and  other  grants  they  applied  for. 
work  with  them. 


He  did  a  lot  of 


Was  there  just  a  certain  core  leadership  in  those  days?   Is  that 
one  of  the  issues  or  one  of  the  problems,  that  there  weren't 
enough  people  with  disabilities  who  were  in  that  leadership 
position,  like  Ed  and  John  and  some  of  the  others? 

Leaders  were  hard  to  find.   Employees  were  hard  to  find.  Most  of 
the  disabled  people  we  knew  really  didn't  have  any  work 
experience.   People  with  plenty  of  education.   But  you  had  to  put 
them  into  a  job  without  knowing  whether  they  could  actually  do  the 
Job.   There  were  always  very  competent  non-disabled  people 
standing  around,  wanting  to  do  these  jobs.   There  were  a  lot  of 
people,  and  there's  a  lot  of  skilled  and  experienced  people  in  the 
state  that  could  run  programs  but  who  aren't  disabled. 
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We  were  very  concerned  about  this  idea  that  there  wasn't 
enough  of  a  work  ethic  and  that  the  disabled  people  we  were 
thinking  of  hiring  weren't  ambitious  enough.   There  really  was  a 
strong  disincentive  in  the  benefit  system.   People  were  not 
anxious  to  go  to  work.   It  wasn't  necessarily  worth  it  to  them, 
especially  if  they  had  something  that  they  considered  in  any  way 
progressive  in  terms  of  a  disability.   They  really  didn't  want  to 
work.   It's  something  that  I'm  sure  that  you're  very  familiar 
with,  a  kind  of  personal  struggle  over  whether  a  stressful  job  is 
worth  it  or  a  demanding  job  is  worth  it. 

O'Hara:   Over  time,  do  you  think  that  has  changed? 

Leon:     I  suspect  it's  changing  now.   I  really  do  believe  it's  changing 

now.   Every  now  and  then  I  see  a  crop  of  young  people  that  really 
look  like  any  other  college  graduates.   They  look  bright  and,  you 
know,  determined  and  curious,  and  they  just  get  out  there  and  do 
what  they  can.   I  think  it's  changing  now,  but  there  was  a  need  to 
do  outreach  to  find  disabled  people.   The  people  who  hung  around 
the  existing  independent  living  centers  were  not  necessarily 
people  you  needed  for  the  new  programs. 

Like  the  problems  in  south-central  L.A. ,  you  needed  people 
of  color,  okay?   I  know  that  Ramon  tried  to  get  one  of  the 
existing  independent  living  centers  to  set  up  an  office  in  Watts. 
I  think  it  was  Watts.   It  may  even  have  been  Compton.   But  no  one 
would  do  it.   Politically  it  would  not  be  a  sensible  thing  to  do. 
You've  got  to  go  find  somebody  in  that  community  to  do  it.   They 
had  difficulty  finding  people.  We  had  difficulty  finding  Hispanic 
and  black  people  for  jobs  within  Rehab  and  also  for  these  other 
jobs. 

O'Hara:   How  did  you  try  to  find  people? 

Leon:    Well,  we  found  an  Hispanic  civil  servant  and  we  made  him  the 
affirmative  action  coordinator.   Tony  Contreras  was  his  name. 
Tony,  if  you  believe  it,  would  go  out  and  spend  Sundays  at  the 
park  where  the  low  riders  were  going  around.   He  became  very 
friendly  with  one  of  the  deputies  that  was  in  the  Health  and 
Welfare  agency.   Steve  Ybara  was  his  name.   They  would  meet  out 
there.   There  would  be  an  informal  gathering  of --during  the  Jerry 
Brown  administration—gatherings  of  ethnic  minority  civil  servant 
employees,  who  would  meet  and  talk  about  opportunities.   Tony's 
idea  was  you  had  to  go  into  the  barrio  and  look  for  people. 

O'Hara:   Did  he  find  anybody? 
Leon:     Yes,  he  did. 
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O'Hara:   Any  people  with  disabilities? 

Leon:    1  don't  know  how  many  with  disabilities,  but  we  wanted  him  to  find 
them.   But  he  would  find  these  Rehab  counselor-trainees,  people 
who  had  some  college,  that  could  be  taken  on  by  the  district,  if 
the  district  were  willing  to  do  so.   The  district  really 
complained  about  having  to  do  so  because  they  had  to  train  them  on 
the  job.   But  that's  how  we  got  them  in. 

O'Hara:   That  was  quite  an  effort.   It's  remarkable. 

Leon:    Well,  you  know,  it  works.   It  really  works.   But  somebody  has  to 
make  that  effort.   Otherwise,  it's  just  simply  impossible.   I 
realized  that  when  we  started  WID,  that  it  was  absolutely 
unacceptable  that  people  told  me  they  couldn't  find  any  minority 
disabled  applicants.   You  know,  they're  there.   You  have  to  go  and 
look  for  them  and  invite  them  to  apply.   I  knew  that  from  my 
experience  in  Rehab,  that  you  can  find  people  if  you-- 

O'Hara:   Did  Ed  or  you  or  both  of  you  travel  to  the  independent  living 
centers?   Did  you  visit  them? 

Leon:    Oh,  yes.   I  certainly  didn't  visit  every  one  myself.   I'm  sure  Ed 
did.   It's  very  possible  that  Judy  did.   I  don't  know,  though.   I 
had  actually  no  distinct  role  with  the  independent  living  centers. 
One  thing  I  did  was  help  them  look  at  other  funding  sources,  and  I 
would  do  a  little  bit  of  that  and  try  to  advise  them  on  the 
Federal  Register  and  stuff  like  that.   Foundation  dollars  that 
were  available.   But  only  a  little  bit.   My  job  was  really  just  to 
work  with  Ed,  pretty  much. 

O'Hara:   Getting  back  to  Judy's  responsibility  or  reason  for  being  there, 
it  was  largely  to  work  with  the  independent  living  centers,  or 
think  about  expanding  the  idea  elsewhere? 

Leon:     She  was  brought  on  to  be  a  special  consultant,  she  was  an 

employee.   I  think  she  even  got  in  on  one  of  these  disabled--! 
don't  know  how  Judy  got  into  Rehab  because—you  see,  she  also 
passed  through  the  civil  service  system.   But  she  was  eligible  for 
unemployment  when  she  left,  so  she  was  an  employee,  not  a  career 
executive  appointment.   I  think  she  came  in  on  the  same  thing 
where  disabled  people  have  some  kind  of  civil  service  waiver. 

I  don't  really  remember.   I  think  she  worked  on,  as  I  said, 
a  number  of  issues,  like  Social  Security  disability  and 
independent  living  centers.   She  may  have  been  doing  something 
with  Women  in  Disabilities,  but  I  don't  remember  that.   It  wasn't 
that  defined. 
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Reflections  on  Impacts  Made  in  Sacramento 


O'Hara:   This  was  very  near  the  end  of  your  and  Ed's  administration. 

Leon:    It  was  really  the  last  six  months.   She  and  I  started  to  commute 
together.  We  drove  up  and  back  all  the  time. 

O'Hara:   Is  that  how  WID  was  born? 

Leon:    Oh,  we  became  very  fast  friends.  We  fought  all  the  way  up  to 

Sacramento,  all  the  way  back,  on  every  disability  rehab  topic  in 
the  world.   She  was  a  much  fiercer  advocate  than  I  was,  so  we  had 
different  ideas  of  how  you  make  change  happen  and  how  you  implant 
change  so  someone  else  can't  remove  it  after.   We  fought  a  lot 
about  that.   That  was  very  much  on  our  mind  because,  I  guess,  we 
were  leaving.  We  were  aware  of  leaving. 

I  think  the  job  had  become  quite  comfortable. 
O'Hara:   For  you? 
Leon:     Yes.   I  think  for  all  of  us.   I  think  for  Ed  also. 

O'Hara:   When  you  left  Sacramento,  what  did  you  know  that  you  hadn't  known 
when  you  started? 

Leon:    Oh,  I  learned  how  the  system  works.   I  had  no  idea  how  the  system 
works.   I  was  much  more  of  an  idealist.   I  believed  the  system  to 
be  pure  and  perfectible  and  fairer  than  it  was.   But  I  was 
certainly  more  savvy  on  how  to  work  your  way  in  it.   It  just 
reinforced  so  much.   If  you  want  to  achieve  something,  you  just 
keep  pushing  away  at  it,  and  you  don't  take  a  no,  and  you  don't 
back  off.   Some  people  stop  you,  but  it  will  only  cause  you  to 
pause  and  regroup  and  go  around  it.   That's  the  only  way  for 
anything  to  get  done  is  if  you  focus,  you  really  focus  and  pushed 
on  it.   This  idea  of  what  you  could  achieve  by  really  focusing  on 
it  was,  I  think,  something  I  knew  before  but  it  was  really 
strongly  reinforced. 

It  was  easy  to  see  in  Washington  because  there  were  so  many 
people  converging  on  Washington.   There  were  so  many  points  of 
view  being  pushed  in  Washington.   There  was  so  much  money.   It 
took  money,  it  took  the  ability  to  go  there,  but  really  what  it 
took  was  following  up.   Like,  you  went  to  see  somebody  in  the 
Senate  or  House,  and  then  you  followed  up.   Then  you  even  had  to 
give  them  the  data  they  needed,  or  you  explained  the  data  and  you 
called  them  up.   You  really  had  to  work  at  it.   There  was  a  lot 
you  could  accomplish,  but  otherwise  you  couldn't  do  anything. 
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Absolutely  nothing, 
nothing. 


A  little  bit  of  effort  would  accomplish 


You  know,  I  watched  the  independent  living  centers  sit  in 
the  governor's  office.   They  did  that  several  times.   1  remember 
going  into  the  governor's  office  and  seeing  people  from  the  ILC 
coalition,  sitting  in  the  vestibule  with  all  their  stuff. 

O'Hara:   Sitting  in,  as  in  a  demonstration? 

Leon:    Yes. 

O'Hara:   For  more  funding? 

Leon:     Yes,  yes.   For  [A.B.]  204  funding.   I  remember  the  Grey  Panthers 
joining  them.   I  remember  meeting  Lillian  Rabinowitz  in  the 
governor's  office,  where  she  was  staying. 

O'Hara:   Had  that  ever  been  done  before? 

Leon:     Frankly,  I  don't  know.   Yes,  because  I  know  there  were 

demonstrations  because  I  was  told  about  demonstrations  around  the 
start  of  the  IHSS  system.   Hale  had  told  me  about  blocking  streets 
in  Sacramento.   But,  you  know,  one  of  the  things  that  distressed 
us  was  how  independent  living  center  leadership  changed  and  how 
unaggressive  it  was  becoming  and  how  they  no  longer  were 
demonstrating.   This  was  happening  just  about  the  time  we  were 
leaving,  that  we  were  aware  that  there  was  just  no  leadership 
there. 

O'Hara:   I  remember  you  said  when  you  went  up  to  Sacramento  you  were  full 

of  enthusiasm  and  thought  you  would  be  able  to  make  changes  in  the 
system. 

Leon:     Yes.   Well,  you  know,  1  was  very  pleased.   I  was  so  impressed  with 
getting  Title  VII  of  the  Rehab  Act  passed.   I  was  so  very 
impressed  by  that.   I  knew  that  that  changed  the  world. 

O'Hara:  And  you  actually  did  some  writing. 

Leon:  Yes. 

O'Hara:  And  some  conceptualizing? 

Leon:  Yes,  yes. 

O'Hara:   Can  you  be  a  little  more  specific  about  the  concepts  that  you  got 
included? 
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Leon:    Well,  I  didn't  get  all  the  concepts  I  wanted  included.   I  know 
that  I  had  wanted  to  put  independent  living  in  the  basic  110 
money,  which,  I  think  I  explained  to  you  before,  was  the  money  for 
the  vocational  rehabilitation.   It  was  the  majority  of  the  money. 
I  wanted  that  to  be  available  to  be  used  for  independent  living 
services. 

I  was  unhappy  with  this  notion  of  independent  living  goals. 
I  thought  that  they  were  trying--it  didn't  actually  get  into  the 
law;  it  got  into  the  regulations.   But  we  had  more  trouble  with 
the  regulations  than  the  law.   The  law  was  pretty  clean  and  pretty 
much  like  we  liked  it,  but  then  we  made  the  terrible  discovery 
that  once  a  law  is  passed,  some  bureaucracy  sits  down  and  writes 
elaborate  regulations.   You  can't  have  as  much  influence  on  the 
regulation  writers  as  you  do  on  your  elected  representative  in 
Congress.   They're  pretty  much  protected. 

The  procedures  for  public  comment  on  regulations  are  not 
designed  to  promote  public  comment  or  to  welcome  changes.   They're 
designed  and  implemented  by  a  government  agency  that's  trying  to 
obey  the  law  and  to  do  its  own-- 

i* 

O'Hara:   You  were  interrupted.   You  were  talking  about  regulation  writers 
being  resistant  to  putting  things  out  for  comment. 

Leon:    Yes.   Well,  they  do.   They're  required  by  law  to  post  them  in  the 
Federal  Register.   But,  you  know,  you  really  do  have  to  have  an 
organized  network  so  that  somebody  alerts  the  community  when  the 
regulation  is  promulgated  so  you  can  get  the  comments  back  in 
time.   You  really  do  have  to  organize  the  community  to  respond  to 
the  draft  regulations  in  order  to  get  them  the  way  you  want  them. 
It's  a  great  deal  of  work.   I  think  I  was  surprised  at  how 
difficult  that  was  and  how  much  time  it  took. 

O'Hara:   Did  you  work  on  that  part,  too? 

Leon:    Yes.   I  made  it  a  rule  to  respond  to  requests  for  comments  on  many 
things . 

O'Hara:   Did  you  work  on  getting  the  community  to  respond  also? 
Leon:    I  really  didn't  do  a  lot  of  that.   Ed  did  more  of  that. 
O'Hara:   How  did  he  do  that? 

Leon:    He  would  do  that  by  making  some  calls  to  some  other  people.   He'd 
call  some  other  people  that  he  thought  were  movers  and  to  see  what 
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they  were  doing,  and  they  would  have  discussions  about  it.   You 
know,  after  Title  VII  was  passed,  it  also  provided  money  for  a 
conference,  an  independent  living  conference  every  year.   That's 
when  NCIL  was  started,  the  National  Council  on  Independent  Living. 
When  NCIL  started  to  convene,  you  then  could  bring  all  the 
independent  living  centers  together  to  talk  about  issues  around 
the  regulations.   Indeed,  there  was  a  great  deal  of  work  and 
discussion  on  NCIL's  part  about  the  implementation  of  the  Title 
VII  regulations.   They  implemented  one  section  at  a  time,  and  some 
of  the  sections  took  longer  than  the  others  to  be  implemented,  and 
some  of  that  was  because  they  couldn't  agree  on  the  regulations. 

O'Hara:   Were  your  goals  included  in  most  of  the  regulations? 

Leon:     The  regulations  were  only  a  start.   I  know  one  of  the  things  that 
was  a  goal  of  mine  was  that  the  Developmental  Disabilities  Act  was 
a  part  of  the  Rehab  Act,  was  another  section  of  the  Rehab  Act. 
The  Developmental  Disabilities  Act  had  a  cut-off  of  twenty  years 
old.   You  had  to  be  developmentally  disabled  by  the  age  of  twenty. 
One  of  the  topics  I  worked  on  the  last  year  or  two  was  to  try  to 
get  that  age  limit  extended  so  it  would  cover  the  great  number  of 
people  who  become  developmentally  disabled  after  twenty-one. 

There  was  a  bill  that  was  called  the  Chafee  bill  (after 
Senator  Chafee  of  Rhode  Island)  that  was  working  its  way  through 
Congress  to  further  deinstitutionalize  people  with  developmental 
disabilities.   We  were  working  with  Chafee 's  folks  around  building 
in  independent  living  services  in  the  community  for  people  who 
came  out  of  institutions.   This  was  a  big  problem,  there  would 
never  be  enough  community  services  for  the  people  who  left  the 
institutions.  We  saw  it  in  California,  where  people  died  or  had 
such  tremendous  difficulties  because  the  services  they  required 
didn't  exist  in  the  community. 

So  we  were  working  with  the  DD  advocates.   I  know  that  I  was 
suggesting  language  and  preparing,  planning  our  presentations  to 
the  people  on  the  Hill  around  changing  the  age  of  onset  of 
developmental  disability.   I  wanted  to  erase  it  altogether. 
Personally,  I  was  absolutely  convinced  there  was  no  reason  why 
there  should  be  any  age  cut-off.   I  think  that  Judy  was  always 
much  more  willing  to  negotiate  with  other  disability  groups  in 
order  to  present  a  united  front  and  to  not  show  in  public  that 
there  was  fighting  between  them,  so  Judy  was  more  willing  to 
accommodate  them  and  not  fight  them. 

Ed  would  fight  them,  and  I  was  always  pushing  him  to  fight 
them.   I  couldn't  understand  this  accommodation.   I  didn't  see  the 
power--!  had  absolutely  no  patience  and  respect  for  some  of  the  DD 
advocates--!  really  saw  it  as  wanting  to  protect  their  little 
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piece  of  the  pie,  and  not  caring  about  the  rest  of  the  population. 
That's  the  way  you  kept  the  pie  small,  as  far  as  I  was  concerned. 
But  I  didn't  succeed.   The  Chafee  bill  didn't  pass.   Later  I  think 
they  were  able  to  move  the  date  from  twenty  to  twenty-one. 

But  I  remember  gathering  information  on  age  of  incidence  of 
brain  injury  among  teenagers  and  twenty-  to  twenty-five-year-olds, 
to  show  that  there  was  just  this  tremendous  increase  in  number  of 
developmental  disabilities,  just  around  the  age  of  twenty,  twenty- 
one,  that  could  really  benefit  from  the  same  services.   So  that 
was  one  that  didn't  really  work  out  too  well. 

I  also  got  very  involved  in  identifying  Rehab  as  the  agency 
on  disability  in  the  federal  government.   That  didn't  really 
happen,  either.   Also,  we  never  were  as  successful  as  we  wanted  to 
be  in  getting  in  independent  living  seen  as  a  basic  service  for 
all  severely  disabled  people,  rather  than  disabled  people  who  were 
too  disabled  to  be  vocationally  rehabilitated.   The  feds  were 
simply  not  willing  to  push  that  too  hard.   Actually,  the  avenue 
that  I  thought  was  the  most  likely  was  the  Council  of  State 
Administrators  of  Voc  Rehab  because  they  had  the  ability  to  do  it. 
So  I  thought  that  we  should  focus  our  energies  on  getting  them  to 
understand. 

There  was  a  limit  to  what  they  would  buy  from  Ed,  especially 
in  the  later  years.   I  do  think  that  Ed  slowed  down.   I  think  he 
lost  some  interest  in  some  of  the  advocacy  aspects  over  the  eight 
years  he  was  in  the  state.   He  didn't  push  as  hard,  there  were 
more  international  trips  available  to  him.   He  enjoyed 
tremendously  the  public  speaking  that  he  was  doing.   I  remember  he 
addressed  the  Council  for  Exceptional  Children  meeting,  and  he  was 
just  so  delighted  with  the  way  the  parents  just  adored  him.   Ed 
seemed  to  really  be  able  to  move  into  the  DD  community  and  be  seen 
as  a  real  leader  there.   I  think  he  began  to  feel  that  Rehab 
wasn't  going  to  change. 


Use  of  Marijuana  While  in  State  Government 


Leon:    I  do  think  that,  if  I  do  say  so,  that  the  dope  smoking  did 

interfere  with  his  relationship  with  some  of  the  state  directors 
because  the  only  time  he  would  smoke  was  when  he'd  travel,  and 
after  hours,  and  on  weekends. 

O'Hara:   But  not  in  the  office  as  was  rumored? 
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Leon:     No,  he  never  smoked  up  in  the  office.   Ed  only  smoked  dope  when 
his  attendants  would  help  him  smoke  dope.   Number  one,  there  was 
never  an  attendant  in  the  office  when  I  was  there  because  he 
really  didn't  need  an  attendant.   I  know  that  I  personally  didn't 
want  an  attendant  hanging  around.   He  usually  just  had  the 
attendants  drop  him  off  and  leave,  and  then  we  would  work 
together,  and  then  the  attendant  would  come  and  pick  him  up. 

When  we  traveled,  he  would  always  travel  with  an  attendant, 
but  usually  if  we  went  to  a  meeting  the  attendants  wouldn't  come, 
and  he  and  I  would  do  it.   I  found  the  attendants  were  a  bad 
influence.   I  thought  they  didn't  care  about  work.   They  really 
all  liked  to  smoke  dope.   They  didn't  necessarily  have  as  much  of 
a  concern  about  being  on  time  [chuckling],  and  so  I  would  find 
that  it  was  important  to  me  that  I  had  my  time  with  Ed  and  that 
they  were  gone  and  that  we  were  working  and  we  could  get  our  work 
done. 

But  CSAVR  meetings  were  always  held  at  very  fancy  resorts. 
They  were  the  most  luxurious  official  government  meetings  that 
I've  ever  seen.   They  were  actually  very  pleasant.   But  Ed,  you 
know,  Ed  would  go  and  fall  asleep.   That  really  damaged  him;  that 
was  just  exactly  what  they  wanted.   They  would  just  discount  him. 
Then  he'd  wake  up  and  he'd  try  to  make  a  point,  tried  to  make  a 
point  that  he  thought  he  needed  to  make,  whether  it  was  the  wrong 
time  to  do  it  or  whatever.   That  was  a  problem. 

O'Hara:   Was  falling  asleep  disability-related? 

Leon:     I  believe  it  probably  was.   He  had  a  lot  of  difficulty  sleeping  on 
the  road.   He  loved  to  travel,  but  he  had  a  really  tough  time  with 
his  respirator.   He  would  say  that  the  respirator  would—he  would 
have  to  keep  it  in  his  mouth  while  he  slept.   He  said  it  would 
make  his  lips  sore,  and  his  lips  would  break  out.   He  said  it 
would  thump  on  his  chest.   I  guess  it  was  the  respirator--!  guess 
it  went  like  a  current—like  alternating  current  of  some  sort?   I 
think  the  respirator  is  such  that—I  never  had  a  respirator  in  my 
mouth.   No,  I  was  never  in  an  iron  lung.   But  my  sense  was  that  it 
pushed  air  into  your  lungs  and  then  you  exhaled.   Or,  no,  the  way 
the  tank  works  is  that  it  compresses  your  lungs  so  you  push  the 
air  out,  and  then  there's  an  opportunity  for  you  to  inhale.   So 
it's  a  rhythm.   In  the  tank  you  can  see  this  rod  going  in  and  out. 
The  respirator,  I  think  it  also  had  a  rhythm  to  it.   He  would  say 
that  that  was  a  problem.   I  know  I  used  to  help  his  attendant  wrap 
him  up  in  a  plastic  bag  at  night. 

O'Hara:   A  respirator  kind  of  thing? 
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Leon:    Yes.   It  was  an  upper  sheet  and  a  lower  sheet,  and  we'd  turn  it 

and  clamp  it.   One  of  them  had  an  opening  for  the  respirator  just 
to  go  onto  his  chest  so  that  he  could  have  the  same  negative 
pressure.   If  that  would  work.   But  it  would  have  to  be  airtight. 
I  know  we  would  spend  an  hour  rolling  it  up  to  try  to  find  where 
the  air  holes  were.   He  didn't  sleep  well.   He  often  slept  on  the 
planes.   So  I  think  he  was  tired  and  he  would  fall  asleep.   He 
fell  asleep  in  the  office,  too.   It  could  also  have  been  due  in 
some  way  to  his  age  and  disability. 

Judy  used  to  talk  to  me.  Maybe  this  was  more  during  WID, 
about  how  she  was  afraid  that  Ed  was  not  getting  enough  oxygen. 
We  didn't  know  if  smoking  dope,  like  he  did  recreationally,  was 
good  for  him.   But  he  liked  it.   But  anyway,  he  didn't  smoke  in 
the  office.   None  of  the  other  of  the  appointees  that  worked  with 
us  smoked  dope.   I  don't  remember  Jim  Donald  ever  smoking  dope  in 
the  office.   I  hardly  remember  him  smoking  dope  at  all.   You  know, 
and  I  would  see  them  all  socially.   We  would  spend  a  lot  of  time 
eating  out  together  and  stuff.   I  didn't  smoke  dope  at  the  time, 
at  all.   The  attendants  did.   The  attendants  liked  to  smoke. 

I  know  that  Cathy  [Duggan)  didn't,  as  far  as  I  know.   But  it 
certainly  was  something  that  made  it  easy  to  take  shots  at  him  for 
it.   It  just  exaggerated  things  that  people  could  point  to  as 
weaknesses.   The  fact  that  he  wouldn't  necessarily  have  the  right 
facts  at  his  fingertips.   He  didn't  care  too  much  about  figures, 
you  know?   That  he  would  ramble  sometimes.   He  liked  to  talk  about 
his  experiences,  and  he  would  talk,  and  I  think  that  when  he  was 
smoking  dope,  he  talked  more.   Those  were  just  the  things  that 
people  would  point  to  as  why  he  would  be  an  unreliable  source. 


Consideration  of  Ed  Roberts  for  Appointment  as  Assistant  Secretary 
of  Education  in  Washington 


Leon:    One  of  the  things  that  happened  was  that  Ed  was  interviewed  to  be 
the  assistant  secretary  of  education. 

O'Hara:   At  the  end  of  his  tenure? 

Leon:    Yes.   It  was  maybe  about  a  year  before  the  end  of  his  tenure. 

Shirley  Hofstedler  was  the  Secretary  of  Education  at  the  time.   We 
went  to  Washington.   I  was  very  interested  in  going  to  Washington. 
I  thought  I  would  want  to  work  on  legislative  affairs,  and  I 
wanted  to  work  on  the  continuing  work  on  the  Rehab  Act  and  all  the 
other  legislative  issues.   Ed  was  quite  excited  about  it.   I  went 
with  him  to  the  interview  with  Hofstedler.   He  thought  he  did 
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quite  well.   I  don't  know  why  he  didn't  get  it,  but  it's  very 

possible  by  then  that  he  had  a  reputation  of  not  being  a  very  good 

administrator,  I  think.   He  wasn't  a  good  administrator.  He 
didn't  care  enough  about  it. 

O'Hara:   Were  you  basically  the  administrator? 

Leon:    No,  he  had  a  chief  deputy.   It  was  Billy  McGauley  who  ran  the 

Rehab  agency.   So  Billy  was  the  administrator  of  the  agency.   I 
was  Ed's  manager  [chuckling].   The  campaign  manager?   I  was  Ed's 
manager.   I'm  sure  that's  what  I  did.   If  you  ask  me  what  I  was 
effective  at,  I  think  that  I  helped  Ed  be  as  effective  as  he  could 
be.   I  think  that  I  made  a  big  difference,  that  I  went  to  a  lot  of 
trouble  to  keep  him  well  prepared,  well  versed  in  the  issues  and 
worked  through  his  speeches  with  him,  and  reviewed  them  with  him, 
to  make  sure  he  knew  what  the  point  was  that  he  wanted  to  make.   I 
would  go  with  him  and  make  sure  that  he  got  there  on  time  and  made 
the  points,  and  would  strategize  where  he  should  go  and  who  he 
should  talk  to  and  what  press  contacts  he  should  seek  out. 

O'Hara:   Did  you  enjoy  that? 

Leon:     I  enjoyed  it.   I  enjoyed  it  because  he  could  be  very  good  at  it. 

I  thought  that  that  was  exciting,  yes.   Yes,  I  thought  he'd  make  a 
good  assistant  secretary.   I  thought  he  had  quite  an  impact  on 
Capitol  Hill.   You  know,  I  don't  think  Judy  is  a  great 
administrator,  either.   I  don't  think  you  need  to  be  a  great 
administrator.   You  just  need  to  hire  a  great  administrator.   At 
least  that's  what  Ed  said,  you  have  to  hire  a  great  administrator. 
I  think  you  have  to  hire  a  great  administrator  and  allow  the  great 
administrator  to  do  their  job,  which  a  lot  of  people  don't  do,  but 
I  think  Judy  is  better  at  that  than  Ed  was. 

\ 

One  of  Ed's  weaknesses  was  that  he  did  not  follow  through  on 
things  necessarily  unless  I  pushed,  so  you'd  see  a  lot  of  missed 
opportunities.   There  were  things  he  wanted  to  do  and  enjoyed 
doing  that  I  didn't  think  were  good  ideas,  and  then  I  would  just 
allow  him  not  to  follow  through  if  he  didn't  follow  through 
(chuckling).   I  thought  that  was  fair  [laughing]. 


Ed  Roberts'  Legacy  in  Sacramento 


O'Hara:   Did  you  mean  a  while  back  that  there  is  no  legacy?  You  said 

people  were  waiting  for  Ed  to  leave,  but  is  there  anything  that 
stuck? 


128 


Leon:    Oh,  of  course.   Of  course. 

O'Hara:   From  his  administration?  You  mentioned  Title  VII  for  yourself. 

Leon:    Well,  you  know--I  think  that  number  one,  the  Title  VII  really 

defined  rehab.  It  changed  the  meaning  of  Rehab.  Ed  had  a  great 
deal  to  do  with  that.  I  think  Ed  also  changed  the  definition  of 
Rehab  at  the  state  level. 

O'Hara:   You  mean  by  bringing  in  the  concept  of  independent  living? 
Leon:    And  consumer  input. 
O'Hara:   Consumer  input  and  control? 

Leon:     Not  control.   There  certainly  isn't  consumer  control  in  a  rehab. 
Consumer  input.   I  think  that  if  you  ask  someone  in  Rehab  today 
what  Rehab  does,  they  would  give  you  a  very  different  answer  than 
they  would  have  before  because  they  would  now  talk  about  the 
consumer  input  as  a  given.   But,  you  see,  it's  hard  because  the 
times  have  changed.   Society  as  a  whole  changed.   Of  course,  you 
appreciate  how  huge  an  impact  the  independent  living  movement  had 
on  society  in  general.   Well,  that  impact  on  society  in  general--! 
think  that  Ed  had  a  huge  role  in  that,  and  I  think  that  I  did,  and 
I  think  that  Judy  did.   But  Rehab  was  only  a  little  bit  of  it.   So 
I  don't  know  whether  Rehab  got  it  from  Ed  or  Rehab  got  it  because 
everybody  got  it.   But  there  has  been  an  attitude  change  that 
cannot  reverse  itself  about  disabled  people  that  would  not  have 
happened  if  Ed  hadn't  been  in  the  position  that  he  was  in,  to  lead 
it  and  get  that  visibility. 

O'Hara:  The  last  Rehab  amendment  that  I  looked  at  I  think  was  '92,  and  it 
incorporated  so  many  of  these  ideas  that  you  and  Ed  were  battling 
for. 

Leon:     Yes.   Everybody  accepts  them.   In  the  beginning,  they  were  hard  to 
accept.   You  know,  this  will  be  WID  stuff.   I  know  after  we 
started  WID,  we  got  involved  with  trying  to  influence  the 
gerontological  world  about  independent  living  and  older  people. 
We  were  able  to  do  that  during  the  WID  days.   I  think  we  made  the 
same  kind  of  huge  shift  in  the  way  people  perceived  of  people  with 
disabilities. 

You  know,  of  course,  it  was  not  just  Ed.   So  things  were 
going  on  in  education.   Education  wasn't  just  getting  [Public  Law] 
94-142  passed.   Education  was  each  battle  with  each  college  and 
each  nurses'  school  and  each  medical  school  around  accepting 
disabled  students.   Ed  got  involved  in  a  lot  of  stuff.   Anyone 
doing  a  major  lawsuit  in  the  country  would  contact  Ed  and  would 
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get  some  kind  of  a  statement  from  Ed.   I  was  constantly  writing 
statements  in  support  of  something  or  other.   Ed  was  continually 
being  interviewed. 

He  had  more  of  an  impact  on  the  world  than  he  did  on  Rehab. 
I  think  he  began  to  have  less  and  less  interest  in  trying  to,  in 
fact,  I  know  that,  because  it  would  bother  me  that  we  were 
allowing  it  to  continue  the  way  it  was.   It  was  so  difficult  to 
change.   One  year  (this  was  the  first  year),  they  bought  vans. 
They  bought  something  like  thirty  vans  on  sale  or  something.   Or 
they  used  end-of-year  money.   Every  year  state  agencies  that  don't 
use  all  their  money  return  it  to  the  feds,  and  then  the  Jerry 
Brown  administration  would  always  ask  for  all  of  that  money  that 
was  left  over  from  any  other  state.   It  would  often  come  to 
California.   Because  our  state  fiscal  year  ended  differently  from 
our  federal  fiscal  year,  we  had  time  to  spend  it. 


One  year  they  bought  vans, 
had  them  in  a  parking  lot. 


They  had  all  these  vans.   They 


O'Hara:   For  clients? 


Leon:     Yes.   But  the  counselors  wouldn't  give  them  to  clients  because 
they  didn't  have  rules  about  how  to  determine  which  client  got 
them  and  which  one  didn't.   It  was  maddening.   You  couldn't  get 
rid  of  the  vans.   It  was  indeed  a  problem.   You  didn't  have  a  van 
for  everybody.   There  was  a  problem  that  people  who  complained  the 
most  got  the  most  services.   There  certainly  was  unfairness.   But 
to  think  that  you'd  have  to  get  embroiled  at  that  level  of 
problem-solving  in  order  to  put  in  place  a  concept  like  disabled 
people,  that  it  was  perfectly  reasonable  for  a  disabled  person  to 
seek  a  van  from  Rehab  if  the  van  would  enable  them  to  be  able  to 
go  to  work  and  they  wouldn't  be  able  to  otherwise.   So  that's  how 
difficult  it  was. 

Then  there  was  a  period  when  we  were  in  Rehab  when  money  got 
very  tight.   I  think  it  was  the  way  Rehab  was  run.   There  were 
issues  about  counselors  encumbering  funds  for  clients'  cases,  and 
then  they  wouldn't  have  enough  money  for  any  more  clients,  and  so 
they'd  stop  accepting  clients.   It  was  a  difficult  system  to  run 
and  to  keep  running.   It  was  certainly  not  something  that  Ed 
wanted  to  put  much  energy  into,  but  it  was  something  that  was  a 
big  problem  for  Bill  McGauley  and  the  other  deputies. 

They  didn't  necessarily  work  together  at  all.   There  was  a 
lot  of  disagreement  among  them.   Then  there  were  counselor  union 
issues.   Some  of  the  best  counselors  were  considered  difficult 
counselors  by  the  DA's  [district  administrators],  but  Ed  had  heard 
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from  other  clients  that  they  were  great  counselors, 
hard  to  influence  that  system. 


So  it's  very 


O'Hara: 
Leon: 


I  think  when  he  left  Rehab,  he  was  very  discouraged  with  the 
system.   I  think  Judy  was,  too.   I  have  continued  to  be  disturbed 
that  people  wanted  to  throw  out  the  rehab  system  without  replacing 
it  with  something  that's  better.   You  know  today  there  are 
periodically  efforts  to  do  away  with  Rehab  or  to  gut  it  in  some 
way.   I  still  think  it  has  this  tremendous  potential.   It  gets  all 
this  money.   It  has  a  lot  of  freedom  in  how  it  can  use  it.   You 
just  need  to  have  counselors  that  have  the  right  attitude  about 
how  to  use  it.   So  you  really  do  need  to  transform  the  counselor 
training  system. 

I  have  always  thought  that  we  should  be  putting  more  energy 
on  Rehab  than  we  did.   I  know  after  I  left  Rehab  I  was  involved  in 
a  committee  that  was  formed  by  the  state  to  implement  the  Rehab 
Act  amendments.   Maybe  it  was  '92.   I  don't  know  which  one  it  was. 
But  I  remember  getting  involved  in  one  aspect  of  it  and  making  a 
case  about  how  the  way  Rehab  counselors  are  evaluated  creates  one 
of  the  problems  in  the  system.   Counselors  are  evaluated  on  how 
many  clients  whose  cases  they  complete  and  complete  successfully. 
I  thought  that  counselors  ought  to  be  evaluated  on  the  basis  of 
consumer  satisfaction  [chuckling],  because  the  goal  wasn't  for 
counselors  to  accomplish  something.   The  goal  was  for  the  clients 
to  go  to  work,  for  the  clients  to  be  rehabbed.   That  the 
evaluation  should  be  on  the  basis  of  whether  the  client  was 
rehabbed,  rather  than  what  the  counselor  did. 

But  that's  an  example  of  how  the  system  becomes  one  where 
it's  more  geared  to  the  work  environment  of  the  worker  than  the 
client. 

Do  you  see  Judy  trying  to  make  any  changes  now? 

Judy  is  focusing  mostly  on  education,  in  my  opinion.   I  think 
she's  doing  a  tremendous  amount  in  education.   I  don't  see  much 
that  she's  doing  in  rehabilitation.   It  doesn't  seem  to  be  that 
active  a  department.   In  fact,  it  has  been  since  Judy's  tenure 
that  I  have  heard  most  of  the  pushing  from  advocates  to  do  away 
with  Rehab.   And  nobody,  nobody  in  the  advocacy  community  has 
anything  good  to  say  about  Rehab  anymore.   I  think  it  has  been 
severely  threatened  in  the  past  four  or  five  years.   But  I  just 
think  Judy's  priorities  have  always  been  education  more  than 
rehab . 
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Leon:    You  know,  I  think  that  now  we  should  just  talk  about  leaving 
Rehab.  We  all  knew—after  the  election  and  [Governor  George] 
Deukmejian  won  the  election—that  we  were  expected  to  resign.   So 
we  were  all  planning- -Judy,  Ed  and  myself,  and  Jim  Donald—to 
submit  our  resignations  as  soon  as  they  were  asked  for.   But  we 
waited  until  they  were  asked  for,  which  was  something  like  the 
first  of  January  or  something  like  that. 

After  the  election,  we  began  to  talk  about  what  we  were 
going  to  do  next.   You  know,  I  think  that  none  of  us  had  a  place 
to  go  to  or  something  we  really  wanted  to  do.   Ed  thought  that  he 
might  transition  into  some  fascinating  job  with  a  university  or 
something.   But  nothing  materialized.   Judy  didn't  want  to  go  back 
to  CIL.   We  began  to  meet  at  Ed's  house  to  talk  about  starting  our 
own  organization,  and  we  started  to  talk  about  a  think  tank  on  the 
disability  movement. 

We  each  had  our  own  agendas.   Well,  my  agenda  was  that  1 
wanted  to  have  a  research  center  where  we  could  do  the  kind  of 
research  that  would  enable  us  to  convince  people  in  Congress  that 
it  made  sense  to  do  the  things  we  wanted.   I  was  totally 
frustrated  with  our  ability  to  make  any  more  strides  on  the  basis 
of  what  I  called  "the  war  stories."   I  was  utterly  bored  with  the 
war  stories. 

I  must  tell  you,  I  was  totally  surprised  that  all  these 
personal  stories  were  effective  in  the  ADA.   I  really  didn't 
expect  them  to  be  because--!  guess  cumulatively  they  are,  but  I 
had  seen  so  many  times  where  the  congressional  staff  persons  would 
just  stop  listening  if  all  you  had  were  somebody's  personal 
stories.   They'd  say  they'd  heard  it.   They  would  come  back  and 
say,  Did  you  read  so-and-so's  research  study  or  something.   1  was 
just  convinced  we  needed  that.   But,  of  course,  that  was  my 
interest  and  my  background. 

Ed  wanted  to  work  with  disability  groups  around  the  world. 
That  was  all  he  wanted  to  do.   That  was  really  his  sole  interest, 
or  his  primary  interest.   He  had  such  a  wonderful  time.   It  was 
such  a  head  trip  for  him  to  go  to  Japan.   He  became  the  most 
famous  disabled  person  in  Japan.   He  could  go  anywhere.   He  wanted 
opportunities  to  go,  and  he  wanted  to  have  an  organization  that 
would  help  him  develop  those. 

Judy,  I  really  am  not  sure  what  Judy  wanted  [laughing].   She 
had  many  agenda  items.   Even  then,  she  was  very  interested  in 
education.   I  had  never  any  contact  with  education.   In  Rehab  we 
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didn't  do  anything  in  education,  so  I  didn't  really  know  too  much 
about  what  she  was  doing.   But  she  really  wanted  this  think  tank. 
She  wanted  to  get  disabled  people  together  to  talk  to  one  another. 
That  was  the  way  Judy  learned.   She  liked  to  bring  people  together 
and  talk. 

So  we  put  together  these  three  ideas,  which  didn't 
necessarily  go  together  that  well,  but  they  were  our  institute 
[World  Institute  on  Disability). 

Oh,  by  the  way,  before  I  end  with  the  Rehab,  another  thing 
that  I  thought  was  really  important  in  Rehab  that  Ed  accomplished 
and  that  was  the  whole  issue  of  who  provides  the  reasonable 
accommodation  for  students  in  the  community  college  and  the  state 
college  system  became  a  real  issue.   The  education  system  said 
they  couldn't  afford  it.   They  couldn't  do  it.   I  thought  that 
Ed's  solution  was  really  brilliant.   He  offered,  magnanimously, 
that  Rehab  would  pay  the  cost  for  reasonable  accommodation  for  the 
first  couple  of  years. 

O'Hara:   Are  you  talking  about  note-takers  and  typists  and  that  kind  of 
thing? 

Leon:     Yes.   And  attendants  in  the  classroom. 
[CROSS -TALK] 

Leon:     It  was  for  three  or  four  years  that  he  said  that  Rehab  would  do 
it,  while  education  began  to  gear  up  for  it.   I  thought  that  was 
infinitely  better  than  taking  them  to  court  or  trying  to  have  a 
battle  in  the  governor's  office. 

O'Hara:   Had  Rehab  been  paying  for  it  previously? 

Leon:    Well,  I  think  the  number  of  students  had  been  so  much  fewer,  but  I 
think  we  had  been  paying  for  it  previously.   But  there  had  been 
very  few  students. 

O'Hara:   Rehab  was  paying  for  those  kinds  of  services  during  the  Cowell 
program. 

Leon:    Yes.   When  was  it?  Was  it  after  504  that  the  decision  was 

something  that  had  to  be  provided  by  the  educational  institutions? 

O'Hara:   I  don't  know  what  brought  it  about. 
Leon:     It  probably  was  504. 
O'Hara:   That  would  be  very  likely. 
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Leon:    But  it  was  one  of  the  huge  stumbling  blocks.   I  thought  it  enabled 
it  to  move  forward.   I  know  that  people  in  Rehab  complained  that 
Rehab  dollars  were  being  shifted  over  to  education  and  Rehab  was 
losing  dollars,  but  it  seemed  to  me  that  that  was  a  really 
important  way  to  make  change  start  to  happen. 

O'Hara:   He  took  a  lot  of  criticism  for  that? 

Leon:    Yes,  yes.   You  know,  everyone  in  the  government  is  trying  to  get 
money  from  every  other  government  agency.   They're  all  trying  to 
steal  each  other's  money  [chuckling].   I  know  that  we  got 
Department  of  Developmental  Services  money  in  order  to  provide 
habilitation  services  to  people  who  were  in  the  DD  system  and 
considered  too  disabled  to  work. 


Case  Services  Agreements 


O'Hara:   While  we're  on  the  expenditure  of  money  and  going  back  to  Rehab, 

what  about  the  case  service  agreements?  I  think  there  were  ten  or 
twelve? 

Leon:  Block  grants,  you  mean? 

O'Hara:  They  worked  like  block  grants.   Were  those  controversial? 

Leon:  They  were  extremely  controversial. 

O'Hara:  During  Ed's  tenure  as  well? 

Leon:     [laughing]   Well,  you  know,  I  would  really  have  to  pull  on  my 

memory.   I'm  sure  you  have  it  much  more  on  the  surface,  the  memory 
of  how  the  dorm  program  got  started.   But  that  was  started  by  Ed, 
right? 

O'Hara:   Well,  there  was  a  five-year  contract  in  1968.   It  was  before  Ed. 
Leon:    Before  Ed,  okay. 

O'Hara:   Then  there  was  —  starting  in  1975  an  annual  contract,  and  Ed  came 
in  in  the  middle  of  '75,  so  he  continued  to  renew  it.   But  it 
always  was  tenuous,  a  struggle. 

Leon:    I  remember  defending  those  contracts  in  the  executive  committee 
meeting.   I  remember  trying  to  defend  the  computer  training 
program  and  the  dorm  program.   It  was  considered  by  everyone  to  be 
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one  of  the  director's  pet  projects  and  it  would  survive  as  long  as 
the  director  was  there  to  make  it  survive. 

O'Hara:   What  about  some  of  the  others  that  were  not  particularly,  I  would 
guess,  seen  as  his  pet  projects?  The  blind  services  in  Albany.   I 
can't  remember  the  name  of  it,  but-- 

Leon:    Well,  you  know,  there  were  some  terrible  problems  with  the  blind 
community,  as  I  mentioned  before.   I  think  one  of  the  reasons  Ed 
protected  that  one  as  long  as  he  did  was  to  keep  a  lid  on  some  of 
the  terrible  troubles  that  they  were  having.   I  think  there  were 
management  problems  with  that  agency,  and  that  was  what  finally 
got  them  to  lose  their  case  services  contract. 

O'Hara:   I  don't  think  they  ever  lost  it.   They  fought  for  it,  and  I  think 
they  still  have  something. 

Leon:    They  still  have  it? 

O'Hara:   I  find  that  case  services  are  still  tenuous. 

Leon:     I  know  that  they  fought  over  the  computer  training  project,  and  I 
know  that  one  started  in  San  Diego,  which  didn't  have  case  service 
dollars,  and  then  there  was  one  that  was  started  in  Orange  County, 
and  [Dale  Mclntosh?]  that  didn't  have  case  service  dollars.   So 
the  question  was  why  did  the  one  in  Berkeley  need  to  continue  to 
have  it?   It  was  quite  chancey.   I  thought  their  chance  of  keeping 
a  case  services  contract  was  really  tenuous.   It  would  come  down 
to  how  much  flak  Ed  was  willing  to  take  because  up  in  Sacramento 
there  was  always  a  push  to  give  back  all  the  control  to  the  DA's 
and  how  they  spent  their  money. 

O'Hara:   I  see.   So  that's  where  the  crunch  came. 

Leon:    It  was  always  about  control  of  how  to  spend  the  money.   They  had 

this  hifaluten  theory  that  if  you  gave  all  the  money  to  counselors 
and  you  gave  counselors  the  freedom  to  pay  for  any  service  the 
client  needed  that  the  client  would  get  what  the  client  most 
wants.   But  it  really  doesn't  work  that  way.   Not  if  the  service 
disappears  because  it  can't  afford  to  continue.   Also  not  if  the 
counselor  only  thinks  certain  kinds  of  services  are  appropriate. 

So  that  would  be  the  battle,  and  it  was  a  little  hard  to 
fight  against  these  counselors  and  these  DA's  who  said,  "I'm 
trying  to  protect  the  ability  of  the  counselor  to  respond  to  the 
needs  of  the  client."  Then  too  the  client  base  was  actually 
changing.   The  disabilities  were  changing  of  the  clients  who  were 
coming  to  Rehab. 
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O'Hara:   In  what  way? 

Leon:    Well,  you  know,  now,  in  Oakland  the  client  base  is  largely  alcohol 
and  drug  abuse  and  mental  illness.   They  would  complain  to  me  that 
they  had  very  few  clients  that  needed  the  computer  training 
program,  and  that  it  was  the  district's  dollars  that  were  going 
into  it.   Ed  would  say  things.   "Well,  they  should  take  clients 
from  other  districts"  or  something.   Then  they'd  argue.   "Well, 
you're  using  my  district  dollars  for  money  for  other  clients  from 
other  districts." 

O'Hara:   So  the  client  base  was  increasing?   I  mean,  the  clients  who  were 
alcoholics  and  other  addicts  were  increasing. 

Leon:     Mentally  ill.   Yes.   They  were  becoming  a  larger  proportion  of  the 
client  population.   That  may  be  because  other  populations  didn't 
need  as  much  rehab  as  they  did. 

[tape  interruption] 

Leon:    One  of  the  changes  that  gradually  occurred  as  a  result  of  the 

independent  living  movement's  impact  on  the  community  was  that  as 
community  colleges  and  the  regular  college  system  began  to  admit 
disabled  students,  young  disabled  people  as  students,  these 
college  students  had  less  of  a  need  for  rehab.   As  the  university 
and  the  community  colleges  picked  up  more  of  the  reasonable 
accommodation  costs,  it  became  even  less.   So  they  ceased  to  be 
clients.   It  was  a  Catch-22  situation. 

I  thought  that  the  counselors  ought  to  encourage  them  to 
become  clients  and  ought  to  help  them  with  career  planning  and 
then  count  them  [chuckling].   But  that's  not  actually  what 
happened.   That's  one  of  the  reasons  why  there  was  this  shift  away 
from  a  caseload  that  had  severely  physically  disabled  people,  to 
one  that  had  severely  disabled  mentally  and  emotionally  disabled 
and  multiply  disabled.   Someone  who  is  severely  disabled  as  a 
result  of  substance  abuse  is  really,  you  know,  difficult  to  rehab. 
They  have  multiple  problems.   People  with  multiple  disabilities. 

So  the  caseload  became  harder.   The  caseload  was  not 
necessarily  a  caseload  that  independent  living  centers  knew  how  to 
serve.   I  know  that  most  intimately,  I  guess,  in  the  Oakland 
district  because  I  knew  Henry  Leng  and  I  knew  Ramon  and  I  knew 
their  side  of  the  story  of  why  they  didn't  work  more  with  the 
independent  living  centers.   I  knew  that  the  independent  living 
centers  were  continuing  to  work  mostly  with  a  physically  disabled 
population. 
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But  it  seemed  like  one  of  the  unresolved  problems  that  Rehab 
had,  and  one  of  the  unfortunate  problems  that  the  independent 
living  centers  had,  was  where  to  find  their  dollars  since  they 
couldn't  find  it  from  the  rehab  system.  At  that  time,  too, 
independent  living  was  growing  among  people  with  mental 
retardation.   I  know  that  very  small  independent  living  kinds  of 
programs  were  developing  near  institutions  for  the  mentally 
retarded  and  brain  injured  and  mentally  ill,  as  ways  of  trying  to 
move  people  from  institutions  into  independent  living  situations. 
They  were  tied  to  apartment  living  situations.   There  was  quite  an 
effort  on  that  part. 

I  had  thought  that  would  be  the  next  step,  and  that  would  be 
where  the  next  real  progress  would  be  made,  would  be  in  working  in 
independent  living  with  people  with  mental  retardation  and 
multiple  disabilities.   It  really  hasn't  happened  that  way.   But  I 
think  that's  because  the  next  directors  of  Rehab  just  were  not 
advocates  or  didn't  come  from  those  populations. 

But  there  have  been  some  efforts  in  the  state.   We  were 
beginning  to  look  at  circles  of  support  and  other  programs  that 
would  enable  people  with  mental  retardation  and  others  to  live 
more  independently.   There  was  a  lot  that  had  to  be  done,  and 
there  were  a  lot  of  collaborations  between  other  state  agencies 
that  had  to  happen  in  order  to  make  those  services  available. 

We  had  the  habilitation  program,  but  that's  all  that  we  had, 
and  we  couldn't  use  our  federal  dollars  very  much  for  that.   So  I 
think  that's  still  an  opportunity  that's  yet  to  be  really  pursued. 
Unfortunately,  I  think  it  has  led  to  the  disaster  that  has 
occurred  in  California  around  the  whole  deinstitutionalized 
situation,  the  failure  of  the  deinstitutionalization  in  California 
of  the  hospitals  for  the  mentally  retarded. 

But  anyway,  Ed,  Judy,  and  I  started  to  meet  while  we  were  in 
Rehab.   We  would  meet  at  Ed's  house  after  work  and  talk  about 
starting  an  institute,  a  think  tank.   Russ  O'Connell  would  visit 
once  in  a  while  and  sit  down  and  talk  with  us  and  brainstorm.   We 
figured  we  needed  to  incorporate,  and  we  decided  to  look  for  some 
board  members. 

The  person  we  approached  first  was  Phil  Lee.   Phil  Lee  had 
been  the  chancellor  at  the  University  of  California,  San 
Francisco,  and  then  had--I  guess  prior  to  that—been  the  assistant 
secretary  of  Health,  Education,  and  Welfare  in  the  [President 
James  Earl,  Jr.]  Carter  administration  and  then  come  back  and  been 
chancellor.   Ed  had  met  him--I  think--!  don't  know  how  Ed  had  met 
him.   Ed  had  met  him  when  he  was  chancellor.   Phil  Lee  was  a  very 
important  public  health  leader,  in  California  and  nationally. 
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Phil  had  started  an  institute  for  health  policy  studies  at 
the  university  after  his  period  as  chancellor  had  ended.   We  went 
to  visit  him,  and  he  said  that  he  would  be  more  than  happy  to  be 
on  the  board  of  this  new  organization.   Do  you  want  me  to  start 
telling  you  about  the  different  board  members?  I  don't  know 
whether  we  shouldn't  start  on  a  fresh  day. 

O'Hara:   I  think  that's  a  good  idea.  We're  within  five  minutes  of 
finishing  this  tape. 
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IV  FOUNDING  OF  THE  WORLD  INSTITUTE  ON  DISABILITY  [WIDJ ,  1983-1997 

[Interview  6:  March  12,  1998]  ## 

World  Institute  on  Disability's  Mission  and  Original  Issues 


O'Hara:   You  said  that  the  mission  of  WID  or  the  reality  of  WID  didn't 
always  match  the  mission.   What  is  the  mission  of  WID? 

Leon:    Well,  basically,  it  was  to  further  the  successes  of  the 

independent  living  movement  and  to  further  the  integration  of 
disabled  people  by  doing  research,  advocacy,  public  education,  and 
training  around  issues  that  were  critical.   What  we  thought  we 
were  doing  was  taking  those  issues  that  were  in  the  forefront  of 
public  debate  and  making  them  clearer  or  doing  research  when 
necessary  and  helping  to  find  solutions,  developing  new  policy 
recommendations.   For  every  problem  that  disabled  people  would 
identify  or  the  independent  living  centers  identified,  there's 
always  an  opportunity  to  look  at  what  the  existing  policy  is  and 
to  figure  out  how  that  policy  can  be  changed,  or  that  practice. 
Every  issue  you  can  think  of  can  be  approached  that  way.   That  was 
the  way  we  wanted  to  approach  it. 

The  other  purpose  of  WID,  which  was  there  from  the  very 
beginning,  and  it  was  more  general,  was  to  spread  the  movement  to 
other  disabled  people  so  that  it  would  impact  on  more  people  so 
that  more  disabled  people  would  become  involved  in  the  movement. 
The  dream--it  was  most  obviously  Ed's,  but  it  was  also  very  much 
Judy's--was  to  spread  the  independent  living  movement  worldwide. 

At  that  time,  we  had  lots  of  discussions  about  how  you 
translate  independent  living  into  other  cultures.  Actually,  in 
the  very  beginning,  we  never  even  thought  about  that.   We  thought 
it  was  obvious  and  easy.   In  the  beginning  we  never  thought  of  it 
as  a  peculiarly  American  view  of  individuality  and  self- 
determination  and  self -development .   I  think  that  we  looked  at  the 
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O'Hara: 
Leon: 


O'Hara: 
Leon: 


O'Hara: 


international  stuff  with  a  real  messianic  zeal  where  we  wanted  to 
lift  other  disabled  people  out  of-- 

All  three  of  you?  That  was  a  goal? 

Yes.   It  was  less  of  my  goal  than  their  goal  because  I  didn't  feel 
it  as  much  in  my  gut.   There  wasn't  as  much  I  could  do.   Everyone 
was  asking  Ed  to  go  places,  and  I  could  help  Ed  do  a  good  job,  or 
I  could  help  Judy.   Judy  was  harder  to  help.   I  could  always  help 
Ed  on  my  terms.   Judy,  you  had  to  help  Judy  on  her  terms  a  lot, 
and  it  was  harder. 

What  does  that  mean? 

Well,  Ed  was  always  happy  to  have  a  partner  to  think  through  what 
he  was  trying  to  do  and  how  he  should  do  it  and  what  he  needed  to 
take.   Judy  wanted  people  to  follow  orders  and  do  legwork  for  her. 
I  didn't  necessarily  really  want  to  do  that.   I  had  other  things  1 
wanted  to  do.   So  it  was  a  little  harder,  and  you'd  only  get  a 
little  piece  of  the  action.   You  wouldn't  really  get  a  sense  of 
the  whole  thing. 

I  was  convinced  that  we  could  make  a  lot  of  progress  if  we 
would  just  zero  in  on  those  issues  that  people  in  Congress  said 
they  didn't  agree  with  us  because  they  said  we  didn't  have  the 
right  data.   Where  all  the  stories  that  Ed  would  tell  and  Judy 
would  tell  just  made  no  impact.   I  knew  that  the  information  was 
out  there  because  I  could  see  the  people  who  were  being  affected 
by  it.   It  was  a  matter  of  collecting  that  information.   But  I 
didn't  know  how  to  do  it.   I  didn't  know  how  to  collect  the 
information.   I  didn't  know  how  to  organize  a  research  program  or 
to  run  a  research  center. 


Did  you  have  topic  ideas  when  you  started? 
areas  you  were  going  to  go  after? 


Did  you  know  which 


Leon:    Well,  when  we  started,  it  was  clear  that  Ed's  primary  idea  was  to 
work  internationally.   That's  where  the  world  came  in.   Ed  really 
wanted  WID  to  be  a  vehicle  to  do  his  international  work.   It  was 
clear  we  wanted  to  work  in  independent  living.  We  weren't  clear 
at  the  time  ourselves  whether  we  meant  independent  living  centers 
or  independent  living.   It  turned  out  that  we  meant  independent 
living,  not  the  centers  per  se,  necessarily.   But  in  those 
earliest  days  I  think  we  were  thinking  about  independent  living 
centers  as  being  synonymous  with  independent  living. 

O'Hara:   Can  you  give  an  example  of  what  kind  of  research  you  felt  you  had 
already  learned  was  needed? 
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Leon:     It  would  be  Social  Security  disability  benefits,  all  those  issues 
around  disincentives  to  work,  the  disparities  between  the 
Supplemental  Security  Income  and  the  Social  Security  disability 
and  what  you'd  get  and  what  your  eligibility  was,  and  whether 
Medicare  came  with  it  or  Medicaid.   Those  things  which  didn't  make 
sense.   They  were  just  there  because  the  legislation  had  developed 
along  different  tracks,  not  because  they  made  any  inherent  sense. 
We  needed  to  change  that. 

Things  like  the  DD,  developmental  disability,  being  limited 
to  people  under  the  age  of  twenty.   There  were  lots  of  things  like 
that.   Differences  between  what  the  blind  would  get  and  other 
disabled  would  get. 

O'Hara:   And  in  order  to  change  it,  you  had  to-- 

Leon:    We  had  to  change -- 

O'Hara:   --the  statistics  on  the  need  for  the  change? 

Leon:     Yes,  and  what  happened  to  people.   You  know,  we  could  tell  what 
was  wrong  with  the  rehab  system,  but  the  rehab  system  was  very 
solidly  defended  by  the  rehab  agencies  and  the  statistics  that 
Rehab  gathered.  Well,  you  need  totally  different  statistics  if 
you're  going  to  look  at  rehab  from  a  different  perspective.   We 
talked  about  that  last  time,  about  whether  you  evaluate  the 
success  of  the  rehab  agency  by  how  many  clients  a  counselor  gets 
into  a  change  of  status,  whereas  you  could  also  look  at  success  in 
whether  the  person  with  a  disability  is  satisfied  or  gets  a  job  or 
feels  that  they've  been  helped,  which  is  a  totally  different  way 
of  looking  at  it,  which  the  existing  agencies  have  no  interest  in. 

The  fact  that  there  was  no  single,  one  agency  in  government 
for  disability  needed  to  be  supported  by  analyses  of  all  the 
separate  programs  and  how  they'd  be  better  in  one  program.   An 
awful  lot  of  the  health  stuff,  wellness.   You  know,  it  was  before 
the  wellness  craze.   But  it  was  that  kind  of  thing.   Helping 
people  stay  healthy. 

There  was  lots  of  stuff  like  that.  We  had  no  trouble 
picking  our  first  issues  because  it  was  obvious  to  us,  being  in 
California,  that  attendant  services  was  a  big  issue.   That  was 
because  wherever  you  went  around  the  country  and  if  not  around  the 
world,  people  would  ask  you  about  attendant  services  and  about  how 
it  was  better  in  California  than  anywhere  else.   People  always 
would  ask  me  why  it  was  better.   We  didn't  know  enough  about  how 
it  was  being  done  in  other  parts  of  the  country.  We  didn't  know 
where  the  funding  came  from  or  anything  like  that.   Someone  from 
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Kansas  might  want  to  know  how  to  get  it  there,  you  know?  So  we 
knew  we  were  going  to  study  personal  assistant  services. 

The  other  one  we  were  involved  in--and  also  we  were  doing 
some  work  in  it  while  we  were  in  Rehab- -the  other  one  that  we  were 
involved  in  in  Rehab  was  the  Social  Security  disability  benefits. 
1  told  you  last  time  about  how  we  got  involved  in  the 
redetermination  reviews. 

O'Hara:   When  Ed  was  still  in  Sacramento,  Ed  and  you  were  both  doing  it. 

Leon:     Yes.   So  there  was  lots  of  work  to  do  in  Social  Security 

disability  benefits,  and  we  decided  we  wanted  to  do  that.   Those 
were  the  two  that  we  were  going  to  write  proposals  for  first. 

O'Hara:   How  did  it  all  start? 

Leon:    Well,  I  kept  rewriting  the  vision  statement  about  how  we  wanted  to 
be  a  think  tank,  and  the  only  words  we  could  find  were  think  tank, 
though  it  did  sound  like  colloquialisms  or  slang.   There  must  be  a 
better  word  than  think  tank.   I  started  to  look  for  models  of 
think  tanks  and  to  see  how  other  think  tanks  got  funded.   But  the 
idea  was  that  we  wanted  to  attract  other  disabled  people  who  were 
experts  in  certain  areas,  bring  them  to  WID  and  have  them  work  on 
a  topic.   That  was  the  real  dream. 

Judy  wanted  to  work  on  a  dozen  topics,  and  Ed  wanted  to  work 
on  his  things.   Then  we  wanted  to  have  these  other  people.   We 
never  developed  a  think  tank  but  we  worked  at  it  for  years.   It 
never  materialized  because  we  never  developed  the  kind  of  funding 
that  would  support  it. 


Fellowship  and  Internship  Programs 


O'Hara:   What  did  you  mean  by  think  tank,  exactly? 

Leon:    I  was  thinking  of  things  like  you  would  give  someone  a  fellowship 
and  they'd  take  a  sabbatical  from  wherever  they  were  and  come  to 
WID  for  a  year  and  they'd  work  on  a  topic.   They'd  work  on 
education,  and  they'd  work  with  the  university,  or  they'd  work  in 
transportation  issues  or  something.   I  started  a  program  at  WID 
called  the  WID  Fellows.   It  was  my  particular  little  slush  fund  or 
my  little  project.   Doug  Martin  was  very  interested  in  Social 
Security  disability  issues,  and  we  would  call  on  Doug  when 
something  came  up.   If  we  would  pay  his  expenses,  he'd  go  to 
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Washington  for  us,  or  he  would  write  a  testimony  for  us  to  do 
something  like  that  that  we  would  use.  We'd  pay  him  for  it. 

I  decided  that  we  needed  to  have  a  fellows  organization,  and 
Doug  and  I  got  together,  and  I  named  him  the  first  fellow.   We 
gave  him  a  card  to  show  that  he  represented  WID.  We  authorized 
him  to  speak  on  WID's  behalf.  We  developed  an  explanation  of  what 
the  fellows  were  and  what  you  were  eligible  for.  We  designed  it 
so  that  it  was  a  very  prestigious  little  group  of  people  who  were 
expert  in  an  area.   It  was  the  kind  of  group  that  would  tap  you, 
Susan,  if  we  were  working  in  education,  post-secondary  education. 
You  would  be  welcomed  if  you  wanted  to  work  in  an  area  where  you 
looked  nationwide  at  a  post-secondary  education  issue  or 
something. 

We  had  maybe  four  or  five  fellows  over  the  years,  and  we 
used  them  for  years.  Adolph  Ratzka  became  one  of  our  fellows.   I 
have  a  photograph  at  home  of  Adolph  and  Doug  and  myself  at  the 
Mayflower  Hotel  in  Washington,  D.C.  We  were  all  in  a  conference, 
and  it  was  a  photograph  of  the  WID  Fellow  program.   They  were 
supposed  to  recommend  additional  fellows.   There  were  other  people 
that  became  fellows  from  time  to  time.   I  would  use  it  as  a  way  of 
identifying  a  consultant  that  we'd  have  an  ongoing  little  contract 
with. 

They  were  always  disabled  people,  and  they  were  always 
experts.   We  got  a  grant  for  Adolph  to  come  to  WID  for  several 
months,  and  that  was  the  idea.   When  he  was  at  WID,  he  wrote  a 
paper  on  independent  living  movement  in  Europe  and  the  STIL 
program  he  was  developing  in  Sweden. 

O'Hara:   Steel  program? 

Leon:     It's  called  STIL.   That  was  the  acronym,  S-T-I-L  [Stockholm 

Skooperativet  for  Independent  Living].   Might  be  S-T-I-L-E.   He 
started  an  independent  living  center,  and  he  also  started  an 
innovative  personal  assistant  services  program  as  part  of  the 
independent  living  center,  where  he  got  the  government  to  give 
this  center  the  money  they  would  normally  spend  on  the  personal 
assistant  services  for  a  certain  group  of  people,  and  then  the 
organization  got  the  money  and  managed  the  money,  and  then  people 
got  their  services.   But  they  had  lots  of  money  left  over. 
Because  they  did  it  themselves,  rather  than  going  to  the 
government  bureaucracy  and  using  the  government  unionization  and 
stuff. 

O'Hara:   Did  you  personally  choose  the  fellow? 
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Leon:    Oh,  I  did  nothing  that  wasn't  collaborative  about  this.   I  did  not 
consider  this  my  movement.   I  considered  it  Ed's  and  Judy's 
movement.   I  certainly  could  evaluate  quality  and  make  a  good  case 
[chuckling]  for  it.   There  was  no  problem.   We  never  disagreed. 
Oh,  we  disagreed  all  the  time!   But  usually  it  was  always  I 
disagreed  with  what  they  wanted  to  do  because  they  usually  wanted 
to  do  three  times  as  much  as  what  I  wanted  to  do.   So  the 
disagreements  were  often  around  my  sense  of  quality,  for  good  or 
bad. 

O'Hara:   Now,  this  federal  program  did  not  match  your  idea  of  a  think  tank? 
It  seems  like  it  would. 


Leon:    But  it  never  got  as  big.   It  began  to  approach  our  vision  when  we 
went  to  the  university  and  told  them  that  we  would  like  to  apply 
for  a  grant  to  train  postdocs  in  disability  policy  and  disability 
history,  in  conjunction  with  UC  Berkeley.  We  wrote  the  proposal 
for  UC  Berkeley.   I  envisioned  these  postdocs  to  be  WID  fellows, 
and  they  were  WID  fellows.   When  I  wrote  the  proposal,  I  had  it  so 
that  they  worked  at  WID.   They  worked  at  the  university  and  they 
worked  at  WID.   But  they  had  responsibilities  to  us.   They  were 
supposed  to  produce  things. 

When  I  wrote  the  proposal,  it  was  designed  so  that  they 
talked  about  what  they  would  accomplish  in  their  postdoc  year.   We 
would  pick  fellows  on  the  basis  of  whether  they  wanted  to  do  work 
that  was  relevant  to  us  and  relevant  to  the  disability  movement. 
We  had  a  joint  team  of  UC  faculty  members  and  WID  picking  the 
people. 

O'Hara:   Is  this  the  same  fellowship  program  that  is  now  called  the  Ed 
Roberts  Fellowship? 

Leon:     Um-- 

O'Hara:   The  Department  of  Public  Health? 

Leon:    Yes,  yes,  yes.   That's  in  its  last  year  of  funding,  by  the  way. 
It's  not  the  same  thing  as  the  Ed  Roberts  Scholarship.   The 
university  set  up  an  Ed  Roberts  Scholarship  when  Ed  died.   This  is 
the  Ed  Roberts  Fellowship. 

O'Hara:   Has  there  been  a  body  of  work  that  has  come  from  the  fellows? 

Leon:     Not  a  publishable  body  of  work.   One  of  our  weaknesses  has  been 
that  we  haven't  carried  the  work  to  mainstream  publications  in 
many  respects.   What  has  been  published  has  not  been  published 
where  it's  available  to  researchers,  because  it's  not  been 
published  in  mainstream  journals  and  been  catalogued  in  a  way  that 
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stuff  should  be  catalogued.   I  think  that  when  we  designed  it,  we 
didn't  design  it  with  enough  oversight.   You  didn't  have  to  do  the 
work  and  complete  the  work  in  order  to,  like,  get  your  Ph.D. 

I  don't  know  how  postdoc  fellows  work  in  other  institutions. 
After  I  wrote  that  proposal,  I  got  the  sense  that  that's  the  way 
it  is,  that  you  bring  someone  on  for  a  postdoc  fellowship  and  then 
it  is  a  year  for  them  to  learn  and  study  and  explore.   You  really 
don't  put  too  many  strings  on  it.   It's  just  not  reasonable  to 
expect  them  to  be  working  on  your  project. 

Also,  one  year  wasn't  long  enough.   So,  you  know,  Harlan 
Hahn  did  work  on  disability  studies,  and  he  used  his  time  to 
really  push  forward  all  of  our  interests  in  having  a  disability 
studies  curriculum  at  the  university.   He  talked  about  producing  a 
paper,  and  he  kept  saying  he  was  producing  a  paper  that  would  be 
publishable.   But  I  don't  think  he  ever  did. 

Harlan  was  one  of  the  most  accomplished.   He  was  a  faculty 
member  at  USC  [University  of  Southern  California],  and  he's  a 
Ph.D.,  and  he's  well  published. 

Marsha  Saxton  was  also  a  fellow.   She  gave  a  number  of 
speeches.   She  did  a  number  of  things.   I  don't  think  she  has 
produced  anything  that  we  could  publish,  even  though  I  did  really 
think  she  would.   I  also  think  she's  exactly  the  kind  of  person  we 
wanted.   Someone  who  had  been  doing  a  considerable  amount  of  work 
in  disabled  women's  issues  and  to  whom  we  could  give  this 
opportunity,  where  there  was  a  decent  amount  of  pay  and  decent 
benefits,  and  they  could  come  here  for  a  year  and  be  in  an 
environment,  a  stimulating  environment,  where  they  could  do  this 
kind  of  work. 

We  also  had  an  intern  program,  which  I  thought  of  as  being 
very  akin  to  the  fellows  program.   That  was  for  college  students, 
and  they  were  always  disabled  college  students,  at  least  in  my 
tenure  they  were  always  disabled  college  students.   When  we  get  to 
the  model  workplace,  I  guess  we  can  talk  about  that.   But  I  was 
rather  single-minded  in  my  interest  in  disabled  students  or 
disabled  scholars.   I  was  really  hoping  that  this  would  be  a  place 
where  we  could  develop  skills  in  this  body  of  people  so  that  they 
could  really  be  change  agents. 

O'Hara:   And  you  did  have  quite  a  few-- 

Leon:    Yes. 

O'Hara:   --students  with  disabilities  in  these  programs  over  the  years. 
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Leon:    Yes.   You  know,  it  was  very  interesting.   We  found  out  that  they 
came  to  us  and  they  were  nowhere  near  ready  to  work.   They  had 
wonderful  credentials.   I  remember  one  guy  from  Rutgers,  and,  you 
know,  his  faculty  advisor  told  us  he  was  one  of  the  smartest 
students  he  ever  had.   He  came  here,  and  he  just  did  nothing  but 
sit  in  the  lunchroom  and  talk  about  his  problems  with  personal 
assistant  services.   You  know,  he  spent  the  year  here  learning, 
but  he  had  a  lot  of  learning  to  do  about  living  independently. 

People  would  come  to  WID,  and  they  would  learn  how  to  use 
accessible  transportation  for  the  first  time,  or  for  the  first 
time  they  were  this  far  away  from  home,  and  they'd  hire  an 
attendant,  and  that  was  really  what  they  were  interested  in.   They 
were  not  interested  in  working  on  the  projects  so  much.  We  had  a 
very  protective,  mothering  style  with  them  for  good  or  bad. 

It  was  just  pervasive  in  the  organization.   One  of  the 
things  that  happened  during  my  reign  as  WID's  CEO  was  that  people 
got  the  idea  that  disabled  interns  and  disabled  employees  were  to 
be  developed  and  "tolerated."   The  idea  went  around  that  I 
wouldn't  let  people  fire  someone  with  a  disability.   Which  wasn't 
true.   But  I  kept  being  concerned  that  they  hadn't  given  someone  a 
fair  opportunity  or  they  hadn't  given  someone  the  supports  they 
needed  or  the  assistance  they  needed  in  order  to  succeed.   So  I 
would  ask  all  these  questions.   People  got  the  idea  that  I  was 
soft  on  people  with  disabilities,  employees  with  disabilities  or 
interns  with  disabilities. 

O'Hara:   You're  talking  about  your  regular  staff  who  had  this  idea? 

Leon:     It  was  throughout  WID,  I  would  say,  that  they  got  this  idea,  yes, 
yes.   It  was  true.   It  was  true  that  I  thought  that  that  was  basic 
to  our  mission.   Now,  you  won't  find  that  in  our  mission 
statement . 

O'Hara:   You're  talking  about  mentoring  being  basic,  is  that  what  you  mean? 

Leon:    Developing  disabled  people  to  work  in  this  field  and  to  influence 
policy.   We  were  determined  that  we  would  be  an  organization  that 
hired  disabled  people  and  an  organization  that  had  disabled  people 
on  the  board.   I  don't  know  if  I  just  bought  it  more  strongly  than 
anybody  else.   But  I  really  believed  that  it  was  extremely 
important  for  disabled  people  to  be  doing  our  research  and 
developing  in  our  program. 

It  was  always  a  conflict  in  the  organization  whether  you'd 
find  the  best  person  to  do  the  research  or  you'd  find  a  disabled 
person  who  could  bring  a  different  perspective  to  the  research. 
But  it  always  seemed  to  me  that  when  it  came  down  to  making  the 
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choice  that  if  you  didn't  have  a  disabled  person  involved  in  the 
work,  it  was  much  harder  to  make  sure  that  the  work  was  done  from 
the  perspective  of  disabled  people.   It  was  very  hard. 

We  tried  very  hard  to  maintain  at  least  50  percent  disabled 
in  our  employee  pool,  which  got  to  be  hard  at  times,  especially 
when  we  hired  a  lot  of  personal  assistants  and  clerical  people 
who,  because  of  the  skills  needed  tended  not  to  be  disabled. 


The  Question  of  Research  in  a  Value-based  Organization 


O'Hara:   Do  you  think,  then,  that  sometimes  you  hired  disabled  people 

rather  than  the  best  candidate  that  the  research  was  compromised? 

Leon:     I  remember  an  instance  when  I  talked  to  Phil  Lee,  who  was  our 
board  chair,  about  wanting  to  do  research  in  health  issues  and 
personal  assistant  services.   He  got  me  in  touch  with  his  wife  who 
was  the  head  of  the  school  for  nursing  over  at  UCSF  [University  of 
California,  San  Francisco].   Her  name  is  Carole  Estes.   Carole 
runs  a  very  successful  research  institute  at  UCSF  that  does 
research  in  senior  healthcare  issues.   Working  under  Carole  is  a 
woman  named  Charlene  Harrington,  who  is  one  of  her  most  respected 
researchers. 

Charlene  became  a  friend.   In  fact,  I  took  to  Charlene  the 
first  proposal  I  had  written  to  do  personal  assistant  services 
research.   Charlene,  she  lives  in  Berkeley.   I  remember  taking  it 
over  to  her  one  weekend,  and  she  just  tore  it  apart.   She  said, 
"It's  a  very  poor  research  proposal."   [chuckling]   Well,  it  was 
full  of  value-based  statements  and  what  we  need,  but  the  research 
protocol  was  almost  nonexistent.   I  had  no  idea  what  you  needed  to 
put  in  it.   So  she  just  tore  it  apart  and  wrote  all  over  it  and 
all  that.   It  was  obvious  that  we  needed  someone  like  a  Charlene. 
We  would  do  wonderfully  with  someone  like  a  Charlene. 

You  know,  Phil  Lee,  in  his  institute  at  UCSF  and  at  his  wife 
Carole's  institute,  they  would  hire  postdocs,  researchers,  out  of 
any  one  of  our  schools,  our  graduate  schools.   They'd  come  in  and 
they'd  work  on  these  proposals  and  they'd  do  the  gutwork  on  these 
projects,  and  he  thought  we  ought  to  look  at  those  people.   I 
don't  remember.   I  guess  I  wanted  to  find  disabled  people.   I 
didn't  want  to  do  it  that  way. 

We  had  been  advised  by  a  number  of  people.   One  of  them  was 
Henrik  Blum.   When  we  first  started,  we  went  to  visit  Henrik. 
Henrik  was  head  of  the  School  of  Public  Health  at  UC  Berkeley.   He 
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told  us,  "You  already  know  the  answers.   You  know  what's  right. 
You  know  what's  wrong  with  the  current  system."  He  said,  "Don't 
waste  your  time  doing  too  much  research.   Do  only  that  research 
that's  necessary  to  prove  your  point.   Get  out  there  and  make  your 
point  and  sell  it." 

That  was  always  in  the  back  of  my  mind,  that  we  should  limit 
our  research  to  what  we  needed  to  win  in  the  policy  battle.   So  I 
looked  for  researchers  like  Devva  Kasnitz.   I  found  Dewa.   She's 
severely  disabled.   She  has  dystonia,  and  Dewa  is  still  at  WID. 
Dewa  is  a  Ph.D.  in  anthropology.   I  came  upon  Dewa  because  I  was 
reading  a  newsletter  from  UCSF,  and  Dewa  was  a  postdoc  at  UCSF, 
sitting  in  an  empty  desk  in  the  anthropology  office  and  reporting 
on  some  research  she  did  about  being  disabled  from  birth  as 
opposed  to  being  disabled  by  injury,  and  the  different  attitudes. 

I  called  Dewa  and  told  her  to  come  over.   Asked  her  to  come 
over.   Told  her  I  was  interested  in  her  working  with  WID.   That 
was  exactly  the  way  I  started  to  go  about  finding  people.   Well, 
Devva  is  brilliant.   But  Dewa  certainly  did  not  have  any  of  the 
discipline  of  a  researcher  that  had  been  doing  this  kind  of  work 
for  deadlines  from  the  NIH  [National  Institutes  of  Health]  and 
others  for  years,  you  know.   In  fact,  she  missed  all  her  deadlines 
[chuckling]!   Like  everyone  else,  she'd  miss  her  deadlines.   She 
had  to  learn  how  to  work  in  that  milieu.   But  I  thought  that  it 
was  much  more  important  to  have  someone  like  that  than  to  have  a 
researcher  with  the  other  kind  of  background. 

Definitely,  we  did  go  in  that  direction.   I  think  our 
research  would  have  been  stronger  if  we  had  hired  the  most 
qualified  researchers,  but  I  think  it  would  never  have  enough  of  a 
disability  focus,  and  it  would  have  dissipated  our  focus.   We 
would  become  more  like—we  didn't  want  to  be  like  —  as  far  as  I 
knew,  there  wasn't  another  institute  like  ours  in  the  world.   At 
the  time,  Berkeley  Planning  Associates  existed.   Berkeley  Planning 
Associates  is  a  for-profit  research  center  that  was  started  by 
Fred  Collignon,  who  was  at  UC  Berkeley.   It  focused  on  disability 
issues.   Fred  hired  his  graduate  students,  and  he  worked  on 
disability  issues.   Fred  got  lots  of  contracts  from  the  feds  to  do 
research. 

Over  the  years,  I  was  very  critical  of  the  research  that 
came  out  of  Berkeley  Planning  Associates  and  the  research  that 
Fred  would  do.   Judy  had  been  a  student  of  Fred's,  and  she  was 
critical  of  some  of  his  research.  We  thought  some  of  it  was 
superficial. 
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We  also  knew  Sue  Stoddard,  who  had  left  Berkeley  Planning 
Associates  to  start  her  own  firm.   It  was  a  research  firm  that 
worked  in  disability.   Her  research  was  impeccable,  but  it  also 
seemed  limited.   It  asked  the  question  that  the  agency  that  gave 
them  the  dollar  wanted  them  to  address,  and  it  didn't  address 
anything  else.   It  only  went  as  far  as  the  agency  wanted  them  to 
go,  whereas  we  wanted  to  use  those  same  dollars  to  ask  questions, 
to  make  the  agency  understand  that  the  questions  should  be 
different,  and  that  they  should  go  further. 

So  we  were  critical  of  them,  so  we  didn't  really  want  to 
hire  their  people.   But  we  were  envious  of  their  skills. 

II 

O'Hara:   Do  you  want  to  finish  that—you  were  critical  of  BPA  and  InfoUse 
but  envious. 

Leon:    Yes,  and  they  are  friends,  and  we  collaborate  with  them.   You  need 
to  understand  that.   But  still,  they  saw  their  job  as  serving 
their  client;  we  did  not  see  our  job  as  serving  the  client  only. 
We  wanted  to  serve  the  client,  certainly,  but  we  wanted  to  change 
the  client,  really.  We  were  suspicious  of  every  research 
institute  in  the  country  that  got  dollars  to  work  in  disability. 

We  also  were  very  fond  of  Monroe  Berkowitz  at  Rutgers. 
Monroe  had  spent  his  career  just  studying  numbers  of  disabled 
people  for  Social  Security  disability  benefits  and  the  whole 
Social  Security  system.   But  Monroe  Berkowitz  is  absolutely, 
stubbornly  intent  on  retaining  his  definition  of  disability,  his 
definition  of  work,  and  was  unwilling  to  look  at  it  from  the 
perspective  we  wanted  him  to  look  at  it.   We  did  write  proposals, 
we  collaborated,  but  part  of  our  goal  was  to  change  Monroe 
Berkowitz  because  he  was  called  in  to  do  every  bit  of  research. 
He  still  is,  you  know?   His  son  is  a  researcher  now.   But  we 
wanted  to  change  him. 

O'Hara:   How  did  he  define  disability?  How  was  it  different  from  your 
definition? 

Leon:     He  accepted—he1  s  an  economist  —  the  federal  Social  Security 

Administration  definition  of  inability  to  work.   There  are  lots  of 
finer  points  about  it.   He  also  did  a  lot  of  work  evaluating 
Rehab.   He  was  very  clear  that  he  was  evaluating  Rehab  on  the 
basis  of  what  Rehab 's  goals  were  for  itself.   You  know,  did  the 
clients  of  the  rehabilitators  remain  on  the  job  for  sixty  days? 
He  would  find  out  that  they  would  just  stay  on  the  job  for  sixty 
days  and  then  also  learned  that  most  of  them  fell  off  after  that, 
but  that  wasn't  important  because  the  goal  of  Rehab  was  to  stay  on 


149 


the  job  for  sixty  days.   He  would  just  not  go  any  further,  and  he 
didn't  see  it  as  his  job.   His  job  was  to  look  at  it  from  an 
economist's  perspective  and  on  the  basis  of  what  the  definition  is 
and  what  the  question  is.  We  would  say  he  was  asking  the  wrong 
question. 

O'Hara:   Did  you  succeed  in  changing  him? 

Leon:     He  became  a  good  friend,  and  we  wrote  some  proposals  together,  and 
we  continued  to  fight.   I  think  we  changed  his  approach  gradually. 
I  think  he's  part  of  a  whole  group  of  people  who  will  never  look 
on  disability  in  anywhere  near  the  same  way  as  they  did  when  they 
met  us.   I  think  there  have  been  a  lot  of  people  who  have  worked 
in  the  field  who  have  been  profoundly  changed  in  their 
perspective.   We  can't  take  credit--Judy  and  Ed  and  I--can't  take 
credit  for  changing  the  attitudes  of  all  these  researchers  and 
congressional  aides  and  people  in  the  Senate  and  people  in 
government.   But  we  had  a  very  powerful  impact.  We  know  that. 

O'Hara:   Was  there,  through  your  contacts  with  these  individuals,  was 

there--did  they  contribute  anything  to  WID  in  terms  of  the  rigor 
and  the  skills  that  you  were  looking  for? 

Leon:    Constantly.   They  were  forever  criticizing  us.   One  example:  at 
Brandeis  was  Gerben  DeJong.   Gerben  DeJong  was  working  in 
healthcare  and  disability  benefits.   Because  they're  so  tied; 
Medicare  and  Medicaid  and  Social  Security.   He's  also  a  very 
strong  writer  and  researcher.   He  took  on,  relatively  early,  the 
job  of  describing  the  independent  living  movement.   We  started  to 
work  with  Gerben,  and  Gerben  was  enthusiastic  to  work  with  us,  and 
he  was  a  donor  to  WID  when  it  first  started.   Then  Gerben  moved 
from  Brandeis  and  we  even  flirted  with  the  idea  of  hiring  him  to 
be  our  research  director,  even  though  he  wasn't  disabled. 

Gerben  was  seriously  interested  in  coming  out,  but  he  wanted 
some  kind  of  appointment  at  a  university  here.   He  was  interested 
in  working  for  WID  if  he  could  combine  it  with  a  university 
appointment  and  was  looking  around.  We  made  some  calls  at  UC 
Berkeley  to  see  if  we  could  help  him,  and  we  asked  for  Phil  Lee's 
help,  but  nothing  materialized.   Gerben  took  a  Job  in  Washington, 
D.C.  with  the  National  Rehab  Hospital  and  runs  the  research 
institute  there.   He  continues  to  be  a  very  well-respected 
researcher. 

Well,  right  after  he  got  to  the  National  Rehab  Hospital,  we 
had  started  to  compete  on  RFPs  for  research.  We  got  a  grant  that 
he  didn't,  and  he  wrote  an  article  for  a  Journal  and  as  a  footnote 
he  made  some  comment  about  how  WID  could  not  be  a  research  and 
training  center  because  it  didn't  do  pure  research,  it  did 
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advocacy-driven  research.  We  heard—we  saw  that  or  heard—about 
the  article  and  then  found  it,  and  got  angry. 

I  decided  that  we  needed  to  counter-attack,  that  we  couldn't 
just  get  angry.  We  needed  to  confront  it  and  marshall  our  forces. 
So  we  called--!  called  Phil,  and  I  called  Brandeis--Irv  [Irving] 
Zola,  who  was  on  the  board  and  sent  them  the  footnote,  and  said 
that  we  needed  to  deal  with  this.   I  came  up  with  this  idea  that 
WID  is  a  value-based  organization,  that  we  will  tell  everyone  in 
the  world  what  our  values  are  and  what  our  perspective  is,  and  we 
will  do  objective  research  based  on  our  values.   That  it  was  our 
contention  that  every  research  institute  did  that,  only  they 
weren't  as  honest  and  they  didn't  tell  you  what  their  values  were. 

So  Irv  wrote.   Gerben  got  inundated  with  these  letters  from 
Irv  and  other  people,  and  he  was  quite  upset.   But  it  really  shut 
him  up.   We  really  never  had  to  deal  with  that  again.   If  we  ever 
had  to  deal  with  it,  we  would  just  bring  up,  "Yes,  Gerben  did  that 
once,"  you  know?   [smiling]   You  know,  we  were  friends.   We  worked 
collaboratively  if  we  could.   I'm  sure  it  was  right.   It  has  been 
something  that  I  think  I  really  learned  over  the  years  was  that 
you  had  to  take  on  these  issues  and  you  had  to  confront  them. 

It  was  something  about  having  power.   You  know,  in  the 
disability  movement  you  were  surrounded  by  people  who  thought  they 
didn't  have  power.   It  was  pervasive.   One  of  the  things  that  we 
had  at  WID  was  power.   I  think  a  myth  developed  around  us  that  WID 
was  good  at  public  policy  and  no  one  else  knew  how  to  do  it.   I 
know  Through  the  Looking  Glass  got  this  idea  that  they  didn't  know 
how  to  do  policy  but  we  did,  and  they  needed  to  talk  to  us  about 
how  you  influence  policy. 

You'd  come  upon  an  independent  living  center  director  that 
would  ask  you,  like,  how  do  you  do  this?  And  you  do  it  by 
believing  that  you  can  accomplish  it,  and  you  go  out  and  do  it. 

Now,  one  of  our  weaknesses  was  that  Ed  didn't  always  have 
the  right  facts  at  his  fingertips,  and  he  didn't  worry  about  it. 

O'Hara:   He  did  or  did  not? 

Leon:     Did  not.   If  he  used  the  wrong  statistic,  well,  he  would  replace 
it  when  he  got  the  right  statistic.   But  the  really  important 
thing  was  what  he  was  saying.   So  Ed  was  forever  going  out  there 
saying  something  slightly  wrong,  but  the  people  that  he  was 
talking  to  primarily,  which  were  the  parents  of  disabled  people, 
the  Rehab  people,  other  people  in  the  professions,  got  what  he  was 
saying;  but  the  researchers  and  the  Congressional  aides  and  the 
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competitors  would  always  pick  out  these  errors  and  try  to  make  the 
most  of  them. 

There  was  really  nothing  much  you  could  do  about  that 
because  I  don't  have  the  kind  of  head  that  remembers  statistics 
and  numbers  and  need  to  go  look  them  up  all  the  time.   So  you 
couldn't  even  slip  him  the  message  with  the  right  number  if  you 
had  no  idea  he  was  going  to  say  something  [chuckling).   He'd  come 
up  with  these.   He'd  generalize,  like  the  number  of  disabled  who 
were  unemployed,  and  he  really  meant  severely  disabled,  but  he'd 
say  disabled.   So  that  all  made  WID  come  across  as  advocacy  more 
than  research. 

Following  Henrik  Blum's  advice,  we  never  went  out  there 
presenting  our  research  without  bringing  along  our  value-based 
philosophy.   We  tried.   There  were  a  couple  of  times,  especially 
with  personal  assistant  services,  where  we  brought  in  a  researcher 
and  his  project  for  the  year  was  to  do  a  cross-benefit  analysis  of 
New  York  versus  California  personal  assistant  services.   He  came 
up  with  all  these  numbers  and  with  a  point,  and  I  remember  we  went 
to  Washington  with  the  information.   I  hired  a  New  York  publicist 
to  help  us,  and  we  got  on  CNN  and  we  were  briefing  the  House  and 
Senate  committees  on  aging  and  other  stuff.   But  there  was  only  so 
much  we  could  say  about  the  research  data. 

The  guy  had  spent  a  year  on  the  research,  and  we  could  say 
that  it  cost  twice  as  much  to  provide  the  service  in  New  York  as 
it  did  in  California  and  a  couple  of  other  things,  but  there 
wasn't  much  to  say.   But  we  could  say  a  lot  about  the  impact  of 
that.   So  you  go  and  you  present  on  your  research,  and  one-quarter 
of  your  presentation  would  be  the  research,  and  the  other  three- 
quarters  would  be  quality  of  life  and  other  things  around  it.   And 
so  you'd  still  come  across  with  presenting  more  of  a  point  of 
view. 

Also,  I  decided  it  was  okay  just  to  research  the  things  we 
wanted  to  research.   I  learned  a  useful  lesson  from  Ronnie 
Pollock.   There  was  a  foundation  in  Washington  called  the  Villers 
Foundation,  which  was  a  small  foundation  that  was  formed  by  a  very 
liberal  philanthropist.   They  hired  Ronnie  Pollock  to  run  it.   He 
came  to  WID  to  see  us  after  they  started  this  foundation.   He  was 
very  interested  in  what  we  were  doing.   He  was  a  real  left-wing 
organizer,  and  he  was  interested  in  healthcare. 

Ronnie  slowly  turned  his  foundation  from  being  solely  a 
grant-making  foundation  to  one  that  also  did  a  great  deal  of  work 
in  policy.   It  became  Families  USA  Foundation.   It  took  on  the 
form  of  the  Social  Security  system  and  benefits  for  people. 
Social  Security  benefits,  not  disability  benefits.   And  Medicare 
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and  its  issues.   Ronnie  Pollock  would  hire  Gallup  and  these  other 
big  pollsters  to  survey  the  country  about  what  the  public  felt 
about  Social  Security  and  about  Medicare  and  all  that. 

They  put  in  questions  for  us  around  disabled  and  Social 
Security  and  Medicare.   One  time  when  I  was  there,  I  went  to  visit 
with  him,  and  he  wanted  to  show  me  some  data  that  he  was 
suppressing.   It  was  some  questions  he  asked  about  being  disabled 
and  it  was  the  public's  willingness  to  pay--. 

[tape  interruption] 

Leon:    Anyway,  what  Ronnie  showed  me  were  some  questions  that  he  had  put 
into  his  survey  around  the  public  acceptance  of  people  with 
disabilities  getting  benefits.   The  responses  were  negative.   The 
majority  of  the  people  were  opposed  to  an  increase  in  benefits  for 
the  disabled.   I  don't  remember  the  precise  question.   He  said, 
"You  need  to  know  this.   You  need  to  do  your  public  education  to 
change  these  attitudes."  He  said,  "I'll  never  include  it  in  my 
report.   No  one  will  know  we  asked  the  questions.   But  you  can  see 
what  you're  up  against." 

I  thought  of  that  and  brought  it  up  many  times,  that  we  need 
to  get  this  information  but  we  don't  need  to  be  so  objective  that 
if  we  find  out  something,  that  —  it  sounds  awful--that  is  negative 
to  where  we're  trying  to  go,  that  we  don't  have  to  publish  it.   No 
one  is  requiring  us  to  publish  it.   It  makes  you  wonder  about  what 
is  fair  in  research.   But,  you  know,  since  I've  been  at  WID  and 
worked  in  research,  I  read  everybody  else's  research  results  very 
much  differently.   I  wonder  constantly  about  what  questions  they 
asked . 


[tape  interruption] 
O'Hara:   You  were  talking  about  other  people's  research. 

Leon:    Yes.   I  read  their  interpretation  of  their  findings,  and  then  it 
always  leads  me  to  question  what  questions  they  asked.   They  may 
have  asked  more  questions  than  they're  reporting  on,  or  they  may 
not  have  asked  questions  that  I  think  are  critical  so,  therefore, 
they  wouldn't  have  elicited  that  information.   It  has  led  me  to 
feel  very  strongly  that  we  have  to  control  the  questions  that  are 
asked,  and  we  have  to  be  very  careful  that  we  do  know  what  we  want 
to  know  and  find  that  out. 

But  I  was  using  the  whole  thing  as  an  illustration  of 
whether  research  was  advocacy  or  whether  it  was  research.   I  have 
never  felt  guilty  about  our  research  because,  as  I  said,  I  think 
we  weren't  going  to  do  research  that  pointed  out  the  weaknesses  in 
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the  independent  living  movement.  We  figured  there  were  other 
people  that  can  do  that.  We  did  get  very  concerned  about 
independent  living  centers,  and  there  are  indeed  a  lot  of 
weaknesses  in  independent  living  centers,  especially  when  we  began 
to  work  with  the  Robert  Wood  Johnson  Foundation.  We  found 
ourselves  in  the  position  where  we  were  being  judgmental  of 
independent  living  centers,  and  that  was  a  problem. 

The  Robert  Wood  Johnson  Foundation's  experience  is  really 
quite  important,  I  think,  because  through  Phil  Lee—Phil  knew  the 
heads  of  the  Robert  Wood  Johnson  Foundation.   This  is  a  huge 
health  foundation  in  Princeton,  New  Jersey.  When  Phil  was 
assistant  secretary  of  Health  Education  &  Welfare  back  in  the 
Carter  administration,  he  had  met  some  of  the  people  who  then 
became  heads  of  the  foundation. 

He  took  us,  on  two  different  occasions,  to  meet  with  the 
president  and  the  vice  president  of  the  foundation.  I  went  to 
both.   Once  I  went  with  Ed,  and  once  Judy  and  I  went.   I  know  that 
the  time  with  Ed,  the  vice  president,  named  Cluff,  was  very 
impressed  by  Ed.   But  they  were  annoyed  with  us.   They  were 
annoyed  with  the  anti-medical  stance  that  we  were  giving  them. 

This  is  a  foundation  that  had  poured  huge  amounts  of  money 
into  education  of  medical  doctors  and  awards  for  exemplary 
doctors,  that  supported  massive  grants  for  healthcare  research. 
They  didn't  do  any  disability.   Ed  was  telling  them  that  their 
whole  perspective  on  disability  and  health  was  wrong  and  that  they 
were  looking  at  disability  as  sickness,  not  disability  and 
wellness.   Cluff  said  that  if  what  you're  saying  is  right,  that 
the  whole  approach  of  the  foundation  was  wrong. 

So  he  sent  one  of  his  young  program  officers,  new  program 
officers,  to  WID  to  work  with  Ed,  and  to  come  back  and  suggest  a 
new  initiative  for  the  foundation.   Her  name  was  Caroline  Asberry. 
Caroline  spent  several  weeks  at  WID,  and  she  followed  Ed  around. 
She  interviewed  all  of  us  several  times.   She  had  come  to  work  at 
the  Robert  Wood  Johnson  Foundation  from  Phil  Lee's  institute  at 
UCSF.   She  had  been  a  postdoctoral  fellow  at  Phil  Lee's  institute 
and  had  gone  on  from  there  to  a  job  at  Robert  Wood  Johnson. 

You  get  some  sense  of  the  small  world  of  these  networks. 
She  really  had  a  very  hard  time  understanding  what  independent 
living  centers  were  and  how  they  differed  from  other  programs  that 
served  people  and  what  they  actually  gave  to  people.   She  found 
that  very  difficult  to  understand.  At  the  same  time,  we  were 
going  through  a  period  where  there  was  a  lot  of  criticism  of 
independent  living  centers. 
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So  that  was  an  experience  where  I  really  remember  that  we 
were  caught  in  a  situation  where  we  knew  what  was  wrong  with 
independent  living  centers  and  we  were  finding  ourselves  sharing 
that  with  a  foundation  that  we  hoped  would  really  fund  them.   She 
took  all  of  that  back  to  the  Robert  Wood  Johnson  Foundation  and 
came  up  with  a  draft  of  an  initiative  that  she  sent  out  to  us.   It 
was  a  strangely  skewed  initiative,  to  look  at  moving  independent 
living  centers  to  greater  self-sufficiency  by  having  them  develop 
businesses  and  doing  work  in  healthcare. 

It  was  at  a  time  when  independent  living  centers  were  really 
suffering  because  they  didn't  have  as  much  funds  as  they  needed, 
and  there  certainly  were  no  foundation  funds  for  them,  as  a  rule. 
But  it  was  really  hard  to  figure  out  what  foundations  could  fund 
them  for  on  a  national  level.   So  she  came  up  with  this  initiative 
to  build  self-sufficiency  into  independent  living  centers  by 
having  them  develop  businesses.   Ed  was  particularly  interested  in 
the  independent  living  centers  developing  their  own  businesses. 

But  anyway,  as  a  result  of  her  time  with  us,  the  foundation 
decided  to  take  on  an  $8  million  initiative  in  independent  living, 
and  they  made  Ed  the  chair  of  the  advisory  committee,  to  implement 
the  initiative.   They  were  going  to  find  an  organization  to  manage 
it,  to  manage  all  the  grants.   What  the  Robert  Wood  Johnson 
Foundation  does  is  they  usually  find  one  organization  that  they 
give  a  grant  to  to  manage  all  the  grants  that  are  awarded  in  a 
certain  area. 

Ed  wanted  to  do  that.   By  that  time,  Caroline  Asberry  had 
decided  that  Ed  wasn't  a  good  manager,  that  he  really—oh,  no.   It 
was  before  that.   Ed  was  the  chair  of  the  committee,  and  then  the 
RFPs  came  out  and  all  these  independent  living  centers  applied. 
Lex  Frieden  got  a  job  working  with  the  committee.   Lex  maybe  was 
hired  to  be  the  consultant  to  the  committee.   They  reviewed  all 
the  RFPs,  and  the  foundation  got  the  sense  and  Lex  got  the  sense 
very  strongly  that  Ed-- 

Oh,  Ed  had  definite  preferences  of  which  independent  living 
centers  he  thought  were  better  ones  than  others.   The  other 
members  of  the  committee  were  trying  to  do  a  more  objective 
assessment  on  the  basis  of  the  proposal.   Ed  was  really  pushing 
for  what  he  thought  were  the  strongest,  ideologically  strongest 
independent  living  centers.   It  was  quite  a  disagreement.   I  think 
some  really  hard  feelings  came.   They  resolved  it.   I  mean,  they 
found  a  balance.   They  awarded  grants  to  some  of  the  programs  that 
Ed  thought  were  so  much  stronger  than  the  other  people,  and  Ed 
capitulated  on  some  of  the  others.   It  worked  out  all  right,  but 
it  left  the  impression  that  Ed  wouldn't  be  the  right  person  to 
manage  this  kind  of  program. 
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They  interviewed  Ed  and  they  interviewed  Lex,  and  they  hired 
Lex.   I  know  that  Ed  really  resented  it.  We  were  concerned  at  WID 
that  we  had  lost  an  opportunity  to  really  influence  independent 
living  centers  and  influence  these  programs.  As  it  turned  out, 
they  hired  Sue  Stoddard  and  some  people  from  the  university  to  do 
the  evaluation.   The  initiative  was  not  a  total  success,  and  it 
didn't  lead  to  long-term  Robert  Wood  Johnson  Foundation  funding 
for  independent  living  centers. 

I  think  it  was  because  the  focus  was  skewed.   This  idea  of 
developing  for-profit  businesses  was  not  a  cup  of  tea  for  most  of 
the  independent  living  centers .   They  proposed  things  like 
developing  to  do  fee-for-service  and  contracts.   They  became 
personal  assistant  services  vendors,  and  they  became  vendors  of 
Medicaid.   They  did  Social  Security  disability  evaluations.   They 
moved  into  areas  that  independent  living  centers,  I  think,  had 
already  decided  they  didn't  want  to  do.   It  put  them  on  the  side 
of  the  bureaucracy.   It  made  them  a  part  of  the  bureaucracy.   It 
was  a  way  of  building  stable  money  in,  but  it  wasn't  what  they 
wanted  to  do. 

The  New  York  program  that  was  a  Robert  Wood  Johnson  grant 
started  a  health  clinic  with  one  of  the  hospitals.   That  was  a 
little  better.   Then  they  were  vended  by  Medicaid  to  provide 
services  for  people.   Peer  counseling  got  vendorized  as  a  service. 
It's  still  continuing  to  this  day.   But  I  would  say,  I  think,  that 
if  Ed  were  here  today  and  if  we  were  to  make  an  assessment  today, 
we  would  think  that  that  was  a  blind  alley. 

It  was  interesting  because  it  was  a  major  infusion  of 
dollars.   It  was  a  nice  chunk  of  funds  that  came  into  the  centers. 
I  think  it  went  to  twelve  centers,  the  $8  million.   Some  of  the 
centers  dropped  out.   They  had  twelve  at  first,  and  I  think  it  was 
down  to  seven. 


O'Hara: 

Leon: 

O'Hara: 

Leon: 


Across  the  country? 
Yes. 


Were  you  tying  this  in  with  research  methodology?  How  did  we  get 
to  this  point?  You  started  out,  I  think,  by  saying  you  questioned 
other  people's  research. 

You  know,  I  got  to  it  from  saying  that  we  did  our  own  research  and 
it  had  a  healthy  dose  of  advocacy.   It  was  always  presented  with 
our  point  of  view  and  that  I  was  happy  with  the  point  of  view  we 
put  forth  in  all  circumstances  except  for  this  one  in  independent 
living.   I  think  that  was  the  only  time  where  we  got  caught  in  a 
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O'Hara: 
Leon: 
O'Hara: 
Leon: 


situation  of  evaluating  or  judging  an  important  part  of  the 
movement.   Possibly,  we  didn't  know  enough. 

I  would  say  I  didn't  know  enough  about  all  of  the 
independent  living  centers  around  the  country  to  really  comment 
about  that.   I  don't  think  Ed  knew  as  much  as  he  thought  he  knew 
about  them.   But  that  was  the  only  example,  so  it's  all  about 
research  and  advocacy.   I  think  the  world  has  become  more 
accepting  of  WID  as  a  research  institute,  and  the  world  has  come 
to  accept  our  advocacy  perspective. 

You  also  need  to  realize  that  the  dollars  for  research  in 
disability  have  greatly  increased  since  WID  first  started.   To  a 
considerable  extent,  you  could  say  that  WID  rode  on  this  growth  of 
dollars  for  disability  research.   We  were  out  there  advocating  for 
more  research,  and  research  dollars  were  being  put  into  enabling 
legislation,  and  we  were  having  an  influence,  you  know,  on  the 
NIHs  and  the  National  Institute  on  Disability  and  Rehab 
[Rehabilitation]  Research  and  others  about  what  topics  were 
acceptable  to  research.   More  and  more  and  more  opportunities  for 
disability  research  came  up. 

From  government  sources? 

Yes. 

Did  the  sources  change,  or  just  the  numbers? 

The  money  has  really  come  from  the  federal  government,  and  it's 
that  the  availability  of  federal  funds  has  substantially 
increased.   That's  why  we've  gotten  more  and  more  and  more  federal 
funds  because  it  has  been  available,  and  it  has  been  focused  on 
the  topics  that  we  were  interested  in  studying.   That  was  because 
we  were  out  there  pushing  for  them  to  focus  on  those  topics.   I 
know  that  we  fought  with  the  National  Institute  on  Disability  and 
Rehab  Research  about  researching  social  issues,  where  they  were 
trying  to  be  more  like  the  rest  of  the  National  Institutes  of 
Health.   It  was  qualitative  versus  quantitative  research. 

WID  does  a  lot  of  qualitative  research.   It's  quicker. 


Personal  Assistant  Services:  Research  Funding  and  Purposes  it 


O'Hara:   Would  you  describe  one  of  the  early  research  projects  in  detail, 
starting  with  the  concept  of  it,  the  funding,  the  work  process, 
the  staffing? 
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Leon:    Well,  that  would  obviously  be  personal  assistant  services  because 
it  was  our  first  and  most  extensive  effort.   In  the  first  year  I 
developed  two  proposals,  one  for  WID,  the  think  tank,  and  one  was 
describing  the  personal  assistant  services  research  we  wanted  to 
do.   That  proposal  was  quite  short.   I  called  in  Hale  Zukas.   Hale 
had  worked  with  us  at  CIL  in  the  old  days.   I'd  pull  Hale  in  as  an 
expert  when  I  was  at  Rehab.  We  would  send  Hale  to  Washington  or 
do  some  work  with  Hale  or  have  him  develop  a  paper  or  a  testimony. 

Hale  liked  to  work  with  us ,  and  he  liked  to  work  with  me . 
He  came  in,  or  I  went  to  his  house.  Oh,  the  other  thing  about 
Hale  was  that  he  was  the  only  editor  I  have  ever  had  until,  say, 
today,  when  Ramon  does  some  editing,  and  that  really  enhances  what 
I  write.   But  no  one  seemed  to  be  able  to  make  something  better  or 
would  bother  trying  or  something.   But  Hale  would  take  it,  and  he 
would  just  fine  tune  it.   It  was  really  beautiful.   If  I  had  an 
imprecise  word  or  I  could  say  something  a  little  better,  Hale 
would  do  that.   But  anyway,  I  got  Hale  to  edit  my  personal 
assistant  services  proposal. 

Judy,  Ed,  and  I  had  met  a  program  officer  from  the  Mott 
Foundation,  the  Charles  Stuart  Mott  Foundation.   They  had  an 
initiative  —  at  the  time,  they  were  looking  at  doing  something  in 
disability—it  was  a  very  short-term  initiative  that  ended  after 
she  left  the  foundation.   But  we  sent  her  the  proposal.   I  had 
written  that  I'd  like  money  for  one  year  to  do  research  on 
attendant  services  that  were  provided  throughout  the  country,  that 
we  were  going  to  call  all  the  states  and  we  were  going  to  find  out 
whether  they  provide  the  service  and  what  they  provided,  and  we 
were  going  to  do  a  report. 

We  got  the  grant .   Then  we  had  to  find  someone  who  we  would 
hire  to  do  the  work.   We  didn't  have  anyone.   I  can't  remember  who 
called.   It  may  have  been  someone  from  Phil  Lee's  office.   But  we 
got  a  call  that  there  was  a  woman  from  Wisconsin  who  was  moving  to 
the  Bay  Area.   Oh,  it  was  Alexandra  Enders.  Alexandra  Enders  used 
to  be  at  CIL,  and  she  was  involved  in  adaptive  technology.   She 
was  in  Missoula,  Montana,  at  the  time.   No,  I  think  she  was  in 
Wisconsin  at  the  time. 

She  said  that  Simi  Litvak  was  coming  to  the  Bay  Area  and 
that  she  was  the  kind  of  researcher  that  shared  our  values.   So  I 
called  Simi,  and  she  came  over  to  WID.   She  wasn't  disabled,  but 
she  was  a  large  woman,  very  heavy.   She  had  back  problems,  and  she 
had  just  gotten  her  Ph.D.  in  rehab  and  had  done  some  research  on 
children  with  mental  retardation.   I  thought  she  looked  just  fine, 
and  I  hired  her. 
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It  dawned  on  me  that  I  had  just  hired  her.   She  was,  like, 
our  second  employee.   I  didn't  even  mention  it  to  Ed  and  Judy.   So 
I  called  up  Judy  and  said,   "You  have  to  meet  Simi.   I  just  hired 
her."  Judy  met  her,  and  Simi  started.   Then  Simi  very  quickly 
hired  Kitty  Cone,  and  we  hired  Nancy  Ferrerya.   So  you  can  see  we 
hired  two  disabled  people,  two  people  who  needed  personal 
assistant  services,  neither  of  which  had  any  research  background. 
Nancy  was  still  a  student  at  the  university,  and  Kitty  was  someone 
we  had  known  very  well  and  who  had  done  a  lot  of  advocacy  in 
public  affairs  and  was  a  good,  great  advocate,  a  superlative 
advocate,  not  a  researcher. 

Hale  agreed  to  volunteer.   Hale  volunteered  in  return  for  us 
sending  to  him  Washington  periodically,  and  we  would  pay  his 
expenses  and  the  office  would  pay  for  his  attendant  in  the  office, 
and  stuff  like  that.   We  used  to  tease  Hale  about  being  the 
Washington  junkie.   He  really  just  wanted  to  go  to  Washington.   He 
would  do  the  same  thing  for  them  as  he  did  for  me.   He  would  do 
the  final  editing,  the  rewrite  and  stuff  like  that. 

They  started  to  work  on  it,  and  they  fell  miserably  behind. 
They  could  never  in  a  hundred  years  do  this  research.   They 
started  calling  the  independent  living  centers  in  the  states.   The 
independent  living  centers  didn't  know  the  right  answers.   They 
didn't  know.   And  so  the  information  was  really  poor. 

At  the  same  time,  Judy  had  met  a  woman  who  was  on  the  board 
of  the  Easter  Seals  Research  Foundation.   She  was  a  woman  from  the 
AAAS.   That's  how  Judy  met  her,  the  American  Association  for  the 
Advancement  of  Science.   They  had  done  a  registry  of  disabled 
scientists.   She  suggested  that  we  send  a  proposal  to  the  national 
Easter  Seals.   So  I  wrote  a  proposal  where  we  do  attendant 
services  research  in  three  states,  in  greater  depth. 

Our  goal,  which  we  hadn't  articulated  at  the  time,  was  to 
develop  a  national  attendant  services  system  in  the  country  that 
would  be  available  to  all  people.   You  know,  not  only  did  I 
underestimate  the  amount  of  time  it  would  take  to  do  the  project, 
like  asking  for  one  year  of  funds,  I  underestimated  the  cost.   Way 
underestimated  the  cost.   We  knew  that  Mott  only  gave  $25,000. 
But  this  is  what  we  wanted  to  do,  so  we  asked  for  $25,000  for  this 
purpose. 

As  it  turned  out,  Mott  gave  us  three-year  funding  to 
complete  the  project,  so  we  actually  got  $75,000,  but  it  was  very 
little  money  to  employ  Simi  plus  two  research  assistants  and 
Kale's  assistant.   So  people  were  working  very  small  time.   We 
were  working  on  part-time,  and  people  were  underpaid,  and  Simi  was 
underpaid.   But  then  I  wrote  a  proposal  to  get  more  money  to  do 
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these  personal  assistant  services  because  we  had  much  grander 
goals  than  to  just  find  out  what  the  services  were  in  each  state. 
We  wanted  to  go  sell  this  in  Washington.  We  needed  money  to  send 
Simi  and  everyone  else  to  Washington  and  do  all  this  work  and  this 
networking. 

I  wrote  a  proposal  to  Easter  Seals,  and  we  got  money  from 
them.   I  believe  we  got  $25,000  from  them  a  year  for  three  years 
to  look  at  three  states.   I  started  by  collapsing  that  money  and 
figured  that  we  would  do  more  depth  in  three  states  and  less  depth 
in  the  other  forty-seven  states,  you  know?  Then  we  began  looking 
for  other  money,  so  then  I'd  go  to  other  foundations  and  propose 
little  bits  of  it,  kind  of  thing. 

We  put  together  a  package.   We  got  some  money--! 'm  not  sure 
I  can  remember  all  of  it--but  we  got  some  money  from  a  whole 
variety  of  foundations,  for  the  public  education  side  of  it.   But 
I  mustn't  get  ahead  of  myself.   Because  of  the  Easter  Seal  money, 
we  brought  on  another  researcher.   Again,  we  asked  Phil  Lee.   It 
was  always  short-term.  We  just  suddenly  had  the  need.   I  think 
Simi  started  to  try  to  do  both,  with  Kitty  and  Nancy  Ferrerya 
working  under  her. 

O'Hara:   Doing  both  what? 

Leon:    Grants.   We  would  just  assume  that  we  would  be  able  to  do  the 

three  states  in  more  detail  and  the  other  states  in  less  detail, 
with  the  same  staff.   We  couldn't.   We  couldn't  meet  the  deadlines 
for  Easter  Seal  to  get  them  reports.   The  work  was  progressing  too 
slowly  on  the  three  states.   So  we  hired  a  researcher  that  Phil 
recommended.   Her  name  was  Sandra  Swann.   Sandra's  husband  was  a 
researcher  that  worked  at  UCSF  for  Carole  Estes,  and  Sandra  had 
just  gotten  her  Ph.D.,  so  she  came  in  to  work  on  the  project. 

She  had  a  very  quantitative  approach,  and  she  was  not 
disabled,  but  she  had  a  strong  quantitative  training.   She  started 
to  gather  the  in-depth  information  from  the  three  states.   Sandra 
became  pregnant  and  right  before  she  gave  birth  to  her  baby,  she 
had  a  stroke.   She  may  have  had  the  stroke  right  after  she  gave 
birth  to  her  baby.   I  think  it  was  right  after.   I'm  not  sure  I 
remember.   But  anyway,  it's  not  relevant.   She  was  in  the 
hospital,  and  then  she  was  home  with  the  baby,  and  on  a  leave,  and 
finally  she  left  WID.   Her  research  wasn't  finished. 

One  of  the  nightmares  you  have  is  that  your  researcher  might 
leave  after  doing  two  years  of  data  collection  and  never  write  the 
report,  which  is  what  happened  with  Sandy.   I  called  Dewa.   Now, 
Devva  was  an  anthropologist.   But  Dewa  really  wanted  to  work  in 
the  disability  movement,  and  she  wanted  to  work  with  WID.   So  she 
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came  in  and  finished  up  Sandy's  work.   It  was  one  of  those 
projects  that  was  only  ever  so  modestly  successful  because  Dewa 
found  that  she  really  couldn't  do  very  much  with  the  data  that 
Sandy  had  developed  because  it  was  just  data.   She  thought  that 
the  heart  of  it  was  missing. 

We  had  Dewa  present  the  findings  at  a  meeting  of  a  national 
society.   It  wasn't  the  American  Association  of  Public  Health.   It 
was  something  a  little  lesser  than  that.   But  Dewa  presented  our 
research  findings  and  did  a  paper  for  us  on  it.   But  it  didn't 
become  a  thing  that  we  published  and  could  use  as  much  as  we  had 
wanted  to.   So  it  was  a  modest--you  know. 

But  the  data  we  collected  on  the  three  states  fed  into  the 
data  that  Simi  was  collecting  and  also,  with  other  funding  from--I 
had  gotten  some  funding  from  the  Universalist  Veatch  Foundation. 
The  Veatch  Foundation  is  a  fund  that  the  Unitarian  Church  on  Long 
Island  had  because  a  very  wealthy  donor  had  set  it  up.   But  it  was 
very  really  left-wing  social  causes.   They  gave  us  money  for 
public  education  around  personal  assistant  services. 

I  had  us  publish  a  newsletter,  and  we  published  a  quarterly 
newsletter  that  went  to  all  the  states  that  provided  us  with  data 
on  personal  assistant  services,  and  our  growing  disability  mailing 
list,  that  reported  on  our  research  findings.   It  was  a  really 
nice  idea.   We  reported  on  findings,  interesting  findings,  state 
by  state.   So  if  Texas  had  an  approach  that  they  used  that  dealt 
with  the  Nurses  Practices  Act  in  a  way  that  might  be  helpful  to 
other  states- 
There  were  a  number  of  problems  that  were  occurring 
everywhere  in  the  country  around  trying  to  put  in  place  a  publicly 
funded  attendant  services  system.   There  were  problems  of  dealing 
with  the  existing  law  and  some  of  it  was  just  attitudes  on  the 
part  of  the  professionals  who  were  working  on  it.   So  there  were 
lots  of  bits  of  information  about  how  someone  hooked  up  with 
something.   We  were  publishing  that  in  our  newsletter.   I  think  we 
published  the  newsletter  for  two  years;  it  was  the  only  funding  we 
had  for  it. 

I  hired  a  disabled  guy  whose  name  I  can't  remember.   I  think 
he  had  been  at  UC  Berkeley.  Maybe  he  had  been  at  San  Francisco 
State.   He  was  a  disabled  guy  who  had  a  particularly  distressing 
personal  story.   He  came  to  visit  us  to  tell  us  about  the  troubles 
he  was  having.   He  had  some  really  terrible  image  problems,  but  he 
saw  himself  as  a  writer  and  a  journalist.   He  seemed  to  be,  you 
know,  a  decent  writer,  a  good  student. 
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Again,  it  was  another  example  of  someone  who  had  no 
experience  writing  a  newsletter,  but  we  brought  him  in,  partially 
because  he  wanted  the  opportunity—because  if  he  didn't  come  work 
for  us--he  wasn't  going  to  find  work  in  the  field  he  wanted.   He 
wanted  to  be  near  Ed,  and  he  wanted  to  learn  from  the  other 
disabled  people  at  WID.   But  he  published  our  newsletter  for  two 
years,  and  he  did  a  pretty  good  job. 

O'Hara:   Did  you  get  much  response  from  the  newsletter? 

Leon:     Not  too  much.   I  was  surprised  that  it  was  less  than  I  expected. 
We  were  slowly  developing  a  relationship  with  the  people  who  ran 
the  government  agencies  in  the  different  states  that  handled 
personal  assistant  services.   We  found  them  a  difficult  group  of 
people  because  we  were  having  trouble  with  their  attitudes.   We 
were  asking  them  for  a  great  deal  of  information,  and  the 
information  wasn't  correlating.   There  was  a  great  deal  of 
information,  and  they  had  to  do  work  to  put  it  together.   We  were 
really  determined  to  get  it. 

But  they  became  our  mailing  list  and  also  all  the  advocates 
and  disabled  people  that  wanted  it.   So  we  didn't  get  too  much 
response,  and  I  think  it  was  because  of  the  audience  that  it  went 
to.   You  know,  I  think  it  was  an  interesting  newsletter.   We  had 
an  idea  that  we  would  like  to  help  individual  disability 
organizations  in  different  states.   We  thought  that  we  would  like 
to—that  it  would  be  nice  if  we  could--get  contracts  from 
disability  organizations  in  different  states  to  come  in  and  help 
them  revamp  their  personal  assistant  program  or  redesign  it. 

That  money  was  hard  to  find.   It  was  hard  to  find  money  to 
do  that.   If  there  was  money  available  in  a  state  for  a  disability 
organization  to  advise  on  a  service  program  of  the  state,  there 
usually  was  an  indigenous  program  that  wanted  the  money.   They 
didn't  want  us  to  compete  with  them.   They  would  invite  us  to  come 
and  speak,  and  they  would  often  do  that.   They  really  didn't  want 
to  pay  to  have  us  come  and  speak  because  they  really  couldn't 
probably  afford  it,  to  pay  us.  We  would  make  them  pay  our  travel, 
and  we  would  fund  it  ourselves. 

It  was  very  hard  to  find  the  funding  for  personal  assistant 
services.   Then  I  decided  to  write  a  federal  grant  proposal  to  do 
the  same  research.  My  strategy  was  to  take  the  same  proposal,  the 
same  project,  and  to  take  it  from  where  it  was  at  the  moment  —  from 
the  point  it  had  gotten  to— and  write  a  new  proposal  that 
essentially  continued  the  same  work. 

I  wrote  a  proposal  to  the  National  Institute  on  Disability 
and  Rehabilitation  Research  to  further  develop  information  on 
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personal  assistant  services  around  the  country,  and  that  was 
awarded.   That  gave  us,  like,  $125,000  a  year  for  three  years.   So 
that  was  bigger  bucks  to  do  the  same  thing. 

Then  I  got  the  National  Council  on  Disability  to  hire  us  to 
write  a  report  for  the  country  on  personal  assistant  services.   It 
was  actually  to  lead  some  forums  for  them  and  produce  a  report. 
So  that  gave  us  some  money  to  do  that  kind  of  work.   Ed  and  I  got 
money  from  the  Pew  Charitable  Trusts  to  do  work  in  personal 
assistant  services,  as  a  result  of  Caroline  Asberry,  who  had  gone 
from  the  Robert  Wood  Johnson  Foundation  to  the  Pew  Charitable 
Trusts.   So  we  followed  her  there,  and  Ed  suggested  that  she  fund 
that.   Ed  and  I  went  to  see  her  in  Philadelphia. 

Andy  McGuire  knew  the  head  of  Pew,  Becky  Rimel.   Andy  was  on 
our  board.   He  had  called  Becky  and  told  her  that  she  should  be 
interested  in  what  we  were  doing.   Caroline  Asberry 's  boss  at  Pew 
was  Drew  Altman.   He  was  her  superior  on  health  issues.   After 
that,  Drew  became  the  president  of  the  Kaiser  Family  Foundation. 
So  that's  how  we  eventually  went  with  the  Kaiser  Family 
Foundation,  for  money  for  personal  assistant  services. 

So  you  follow  your  contact  wherever  they  go.   But  we  managed 
to  put  together  a  number  of  different  grants  to  work  on  personal 
assistant  services,  and  then  1  blended  the  money  and  hired  some 
people.   The  struggle  for  Simi  was  that  she  wanted  a  well-defined 
job  and  some  limits  on  what  her  job  was  so  she  could  get  it  done. 
I  would  have  three  different  funders  who  wanted  information  from 
different  perspectives. 

What  would  often  happen  is  that  Simi  would  give  me  the  raw 
material,  and  I  would  write  the  report  for  the  foundation  and 
shape  the  information  around  what  the  foundation  wanted.   Then  Ed 
would  go  and  do  his  advocacy,  and  then  I  would  write  the  report 
and  shape  it  to  what  the  foundation  wanted.   So  it  was  a  nerve- 
wracking  juggling  act.   You  know,  we  at  different  times  had  six 
sources  of  funds  for  personal  assistant  services.   But  Simi  was 
doing  one  thing,  and  she  had  several  other  people  doing  something. 
We  would  try  to  come  up  with  a  work  plan  for  her  that  would 
satisfy  all  the  funders  and  also  push  us  forward  in  the  direction 
we  really  wanted  to  go. 

People  kept  losing  sight  of  the  goal.   Even  though  the  goal 
was  to  satisfy  the  funder,  there  was  a  greater  goal.   I  always 
thought  that  my  job  was  to  keep  our  eyes  on  the  ultimate  goal.   It 
was  difficult,  and  we  often  fell  behind  in  reporting  to  the 
foundations,  so  we'd  report  late.   Or  the  work  would  fall  behind 
because  the  work  would  proceed  on  its  own  pace,  not  the  pace  that 
the  foundations  might  expect  if  that  was  all  you  were  doing. 
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It  would  constantly  bother  us  and  bother  me  that  the 
foundations  only  gave  a  little  bit  of  money  and  then  they 
expected—they  gave  part  of  the  money  you  needed  for  something-- 
but  they  expected  outcomes,  the  total  outcome.   The  money  would 
dribble  in,  so  the  outcome  would  be  later.   So  we'd  be  going  after 
extensions  all  the  time. 

It  became  quite  a  juggling  act  of  dollars  and  people  and 
funding  sources.   When  we  got  the  federal  dollars,  which  were 
bigger,  it  was  a  big  relief  because  the  feds  were  very,  very  clear 
what  they  wanted.   They  had  their  absolute  deadlines.   The 
foundations  weren't  as  clear.   They  gave  you  more  room,  and  it  was 
a  little  harder  to  know  whether  you  satisfied  them.   So  the  feds 
were  an  easier  source  of  money  to  utilize. 

We  wrote  proposals  to  the  Rockefeller  Family  Fund.   We  met 
Lucy  Wiletsky,  and  that's  another  story  for  another  day,  but  Ed 
would  go  to  New  York  or  go  somewhere.   Whenever  he  went  on  any 
kind  of  a  business  trip,  I  would  find  foundations  and  call  the 
foundations  and  set  up  an  appointment  for  him.   He'd  go  in,  and 
he'd  sort  of  talk  about  our  programs.   If  they  were  interested  in 
something,  then  he'd  come  back  and  I'd  try  to  write  a  proposal  and 
follow  up  on  it. 

So  Ed  would  come  back  with  this  vague  idea  that  this 
foundation  would  be  interested  in  personal  assistant  services,  so 
then  I'd  write  a  concept  paper  or  something  and  send  it  to  them. 
Then  that  wasn't  quite  what  they  wanted,  and  they  would  want 
something  else,  so  you'd  go  back  and  forth  in  an  effort  to  get  the 
money.   It  would  take  quite  a  bit  of  time,  and  it  wasn't 
necessarily  a  lot  of  money,  mostly  like  $25,000  or  something  like 
that. 

We  had  a  hard  time  getting  large  bucks,  $100,000  out  of 
foundations.   In  contrast,  the  feds  were  real  easy.   I  mean,  you 
just  read  the  Federal  Register,  you  found  the  RFP,  and  you 
followed  it  and  you  could  get  the  grant.   It  was  easy  to  figure 
out  how  competitive  a  grant  was  by  how  many  they  had  awarded  in 
previous  years  and  how  many  proposals  they  had  gotten.   I  quickly 
got  into  a  practice  of  only  going  after  grants  where  the 
applicants-to-awards  ratio  was  lowest,  so  that  you  had  a  better 
chance. 

We  got  to  know  the  program  people  in  Washington,  so  we  could 
ask  them  what  they  wanted.   You  could  rely  on  a  peer  review  panel, 
which  is  also  different  from  foundations.   But  Andy  McGuire  would 
always  tell  us  we  needed  to  go  after  foundation  dollars,  but  we 
found  it  easier  to  go  after  the  federal  dollars.  With  personal 
assistant  services,  we  used  the  federal  grant  to  do  the  second 


164 

wave  of  our  survey.   Simi  did  a  much  tighter  survey  this  time. 
The  first  one  was  outrageously  long,  and  people  wouldn't  respond, 
and  she  got  a  very  good  response  rate  [for  the  second). 

Between  the  time  when—after  Simi--let's  see  if  I  have  this 
right.   I  believe  before  I  wrote  the  federal  grant  proposal,  Simi 
resigned.   She  said  the  job  was  simply  too  stressful  and  that  she 
had  hemorrhoids  and  back  pain  and  all  that.   She  literally  was 
saying  that  I  was  stressing  her  out  by  putting  too  many  demands  on 
her.   Which  I  didn't  understand.   I  think  that  she  was  really 
stressed  out  by  her  desire  to  do  the  advocacy,  her  need  to  do 
really  credible  research  and  my  drive  to  do  as  little  research  as 
possible  and  get  the  stuff  out  there. 

I  wrote  the  federal  grant  proposal  without  Simi  and  brought 
in  someone  from  UC  Berkeley  to  advise.   Then  when  we  got  it,  I  put 
out  a  job  announcement  and  Simi  came  back  and  took  the  job.   Which 
was  really  nice  [laughing]. 

O'Hara:   What  was  the  purpose  again,  now,  of  the  research? 

Leon:     It  was  the  second  wave  of  the  survey  of  personal  assistant 

services,  publicly  funded  personal  assistant  service  programs 
around  the  country.   Between  the  first  wave  and  the  second  wave, 
there  were  a  lot  of  new  programs  that  had  started.   They  had 
started  up  because  the  Medicaid  law  had  a  new  provision  called 
personal  care  option,  which  was  an  optional  service  states  could 
provide.   It  was  a  service  that  was  supposed  to  be  like  home 
healthcare.   In  the  Medicaid  regs,  it  was  written  clearly  to  be 
designed  for  home  healthcare  agencies,  home  health  agencies 
providing  services  to  people  that  could  be  deinstitutionalized. 

It  was,  as  I  said,  an  optional  program,  and  it  was  very 
slowly  starting  around  the  country.   But  Simi  wanted  to  include 
those  in  the  second  wave,  so  we  could  look  at  what  was  happening. 
What  was  happening  was  that  a  system  was  developing  in  the  country 
where  personal  assistant  services  were  going  to  be  totally 
controlled  by  home  health  agencies  and  that  it  was  home  health 
agencies,  working  with  a  government  agency,  sending  a  worker  in 
someone's  home. 

We  knew  from  the  work  that  we  were  doing  that  disabled 
people  like  to  hire  their  own  attendant.   I  don't  know  if  I  need 
to  go  back  here  and  say  that  when  the  personal  assistant  services 
program  was  started  in  California,  it  was  twenty-five  years  ago. 
I  think  it  was  1965,  somewhere  between  1965  and  1970,  I  think  that 
SSI  and  IHHS  started  in  California. 
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Hale  was  at  CIL,  and  Hale  was  very  active  at  the  time  in 
trying  to  get  ample  benefits  for  people  with  severe  disabilities. 
The  state  was  trying  to  cap  the  benefits  at  twenty  hours  a  week. 
Hale  had  engineered  this  waiver  that  people  with  severe 
disabilities  could  hire  their  own  worker.   If  they  needed  twenty 
hours  or  more  a  week,  they  could  hire  their  own  worker.   If  they 
had  less  than  twenty  hours,  the  state  could  require  they  go  with  a 
home  health  agency. 

The  reason  for  that  was  that  you  could  hire  your  own  worker 
more  cheaply- -half  the  price  of  a  home  health  agency.   But  the 
state  wanted  a  home  health  agency  because  then  the  people  would  be 
certified  and  they'd  be  licensed  and  they'd  have  all  this  criteria 
for  safety  and  quality  and  all  that.   But  there  was  this  option 
for  the  severely  disabled.   That  was  one  of  the  options  that  was 
most  attractive  to  disabled  people  around  the  country.   And  in 
other  countries.   The  idea  that  you  could  hire  your  own  attendant. 

So  one  of  the  basic  goals  of  our  research  was  to  clarify  and 
promote  this  idea  that  disabled  people  needed  to  control  their 
attendants,  who  they  hired  and  what  the  attendant  did  and  how  the 
attendant  was  trained.   I  guess  our  goal  in  personal  assistant 
services  was  we  wanted  everyone  —  and  I  don't  think  I  finished 
saying  this—the  long-term  goal  was  to  have  this  national  program 
where  everyone  who  needed  personal  assistant  services  would  have 
the  opportunity  to  get  it  at  an  affordable  price,  and  that  you 
would  be  able  to  hire  your  own  worker  and  you  would  be  able  to 
tell  the  worker  what  to  do,  and  the  person  would  work-- 


WID's  Involvement  with  Health  Care  Reform  Task  Force  and  Long-term 
Care 

[Interview  7:  March  26,  1998]  II 


Leon:    While  we  were  finishing  up  on  the  PAS  project,  we  wanted  to  make 
sure  that  I  included  what  I  thought  were  the  real  accomplishments 
of  the  PAS  project.   As  you  know,  the  project  is  still  continuing 
and  still  doing  additional  research  down  at  WID.   But  it  was  just 
about  the  time  when  [President  William  Jefferson]  Clinton  took 
office  and  Hillary  Clinton  was  put  in  charge  of  the  health  care 
reform  task  force,  that  it  became  really  clear  to  us,  and  to  Simi 
especially,  that  we  were  finally  seeing  the  fruits  of  our  work  in 
Washington.   The  legislators  and  committees  and  interest  groups 
that  were  representing  seniors,  including  the  AARP  [American 
Association  of  Retired  Persons]  and  other  groups.   That  after  they 
had  been  arguing  with  us  for  so  long  about  how  seniors  were 
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different  than  disabled  people,  we  were  hearing  them  come  back  to 
us  with  the  same  kinds  of  philosophy  and  statements  that  we  had 
been  using  to  them  for  years. 

It  was  really  very  exciting.   I'm  sure  it's  directly  related 
to  all  the  work  we  had  done  and  the  time  we  had  spent  with  each  of 
them  because  every  time  we  went  to  Washington  we  spent  time  with 
the  AARP.   We  were  looking  for  money  from  them.   I  think  they 
hardly  ever  gave  us  any  money.   They  may  have  given  us  a  $10,000 
grant  for  something  in  relation  to  personal  assistant  services, 
but  they  were  interested  in  what  we  had  to  pay  and  we  spent  a  lot 
of  time  talking  about  how  disabled  people  of  all  ages  valued 
independence. 

We  would  meet  with  United  Seniors  Cooperative,  and  we  would 
go  to  see  the  Select  Committee  on  Aging.   We  would  work  with  the 
Grey  Panthers.   We  had  a  really  good  affinity  with  Maggie  Kuhn  and 
others  in  the  Grey  Panthers.    This  was  a  situation  where  we  did 
have  research  findings,  but  even  the  research  findings  weren't 
enough  to  convince  the  others  that  their  perception  was  wrong, 
that  elderly  people,  if  they  were  given  the  choice,  wanted  to  be 
in  control  of  what  they  had. 

They  wanted  to  be  able  to  choose  who  they  had  for  their 
attendant.   If  the  elderly  person  was,  like  someone  with 
Alzheimer's  who  couldn't  make  decisions  for  himself,  then  the 
caregiver  wanted  that  power.   It  was  timidity  or  an  unwillingness 
to  buck  the  system  that  had  kept  seniors  from  articulating  how 
much  they  wanted  to  have  control  over  the  service  and  they  didn't 
want  to  leave  it  to  a  home  health  agency. 

Once  we  communicated  that,  it  was  really  an  easy  matter  to 
communicate  that  long-term  care  had  to  include  services  in  the 
home  and  services  that  people  would  choose  for  themselves.   We 
never  got--we  still  haven't,  to  this  day—been  able  to  deal  with 
the  problem  of  nursing  homes  being  covered  out  of  Medicare. 
Medicare?   Medicaid.   Right  now  you  can  get  unlimited  nursing  home 
if  you  use  up  all  of  your  assets,  but  you  still  cannot  get 
unlimited  home  health  services  if  you  wanted  to  stay  at  home. 
That  is  still  a  goal  that  we  have  to  go  after  because  it  really  is 
unnecessary  for  people  to  be  in  institutions  if  there  is  someone 
at  home  or  someone  who  could  supervise  the  care  that  they  get. 

O'Hara:   Is  that  a  major  goal? 

Leon:    I'm  sure  it's  a  major  goal  of  WID's,  and  it's  a  major  goal,  I 
think,  of  the  disability  movement,  to  make  nursing  homes 
unnecessary.   You  certainly  know  that  from  the  disability 
movement.   Almost  any  disabled  person  will  tell  you  that  if  it's 
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the  choice  between  living  in  a  nursing  home  or  a  rehab  facility- -a 
younger  disabled  person—as  opposed  to  the  choice  of  living  in  the 
community,  there  is  no  question  that  people  would  rather  live  in 
the  community,  or  the  vast  majority  of  people  would  rather  live  in 
the  community. 

We  believe  that  the  same  is  true  for  families  of  people. 
We  believe  the  same  is  true  for  older  people.   It  may  not  always 
be  the  case.   I  mean,  there  certainly  are  people  who  develop 
significant  cognitive  problems  as  they  get  old,  but  they  usually 
have  family  or  a  caregiver  who  would  also  prefer  to  have  them  [at 
home ] . 

O'Hara:   Do  you  find  that  it's  just  timidity  and  unwillingness  to  buck  the 
system  that  kept  these  groups  from  joining  you  in  your  advocacy? 

Leon:    Well,  there's  a  self-contained  gerontology  system  in  this  country. 
There  are  people  who  graduate  with  Ph.D.s  in  gerontology.   There's 
a  very  well-trained  system  of  professionals  who  are  experts  on 
aging,  who  are  not  old  and  who  really  believe  that  they  know  best 
what  seniors  need.   You  counter  that  system  with  the  self-help 
movement  of  disabled  people.   So  you  rarely  have  the  opportunity 
to  talk  to  seniors.   You're  talking  to  gerontologists.   So  if 
you're  talking  to  the  Grey  Panthers,  there  are  lots  of 
commonalities.   But  the  Grey  Panthers  don't  have  power. 

The  AARP  represents  elderly  people,  but  it  has  always 
represented  healthy  elderly  people  and  has  a  very  strong  bias 
toward  wellness  for  seniors.   For  years,  it  wouldn't  take 
advertising  for  wheelchairs  and  other  kinds  of  disabled  things  in 
its  newsletter—magazine.   It  also  is  staffed  by  gerontologists, 
aging  professionals.   The  American  Society  on  Aging,  the 
Gerontological  Society  of  America.   The  people  who  work— like  the 
chief  counsel  for  the  Select  Committee  on  Aging  in  Washington— are 
people  that  come  out  of,  like,  the  UCLA  School  on  Gerontology. 

So  it's  really  a  situation  much  like  the  old  days  in 
disability  services  and  rehab  where  you  have  the  professionals 
speaking  for  the  consumer.  We  came  up  against  a  brick  wall  in  the 
whole  idea  of  safety.   The  gerontologists  insisted  that  elderly 
people  needed  to  be  safe,  needed  to  be  safeguarded.   They  needed 
to  be  protected.   That  that  was  the  most  important  criteria  in 
evaluating  services.  We  said  that  the  most  important  criteria  in 
evaluating  services  for  disabled  people  was  ability  to  control  the 
service  and  that  we  believed  that  was  true  of  many  elderly  people. 

They  would  simply  not  even  consider  it.   But,  you  know,  that 
has  changed  somewhat.   Now,  it  may  be  that  the  country  has  changed 
and  across  the  board  there's  a  greater  acceptance  of  the  idea  that 
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older  people  can  be  more  independent,  and  maybe  it's  because  older 
people,  many,  many  people  are  living  longer  and  are  independent  as 
they  get  older,  and  they're  speaking  for  themselves.   There's 
probably  lots  of  reasons  why  these  changes  take  place.   Or  people 
have  become  more  receptive.   Professionals  become  receptive  to  the 
idea  that  you're  espousing. 

O'Hara:   What  have  you  seen  specifically  that  makes  you  think  there's  some 
change? 

Leon:    Well,  Simi  was  appointed  to  the  health  care  task  force  of  Hillary 
Clinton,  and  she  was  appointed  to  work  on  disability  issues.   Of 
course,  they  were  pigeon-holing  her  into  younger  disabled.   But 
she  saw  there  that  there  was  more  of  a  receptivity  to  this  idea 
that  people  needed  to  have  more  control. 

We  also,  through  the  work  we  had  done  on  personal  assistant 
services  for  the  survey,  the  state-by-state  information  we  had 
gathered,  we  got  a  major  contract  from  HCFA  [Health  Care  Financing 
Administration]  to  do  an  analysis  of  the  personal  care  option  that 
was  available,  that  Medicaid  makes  available  to  the  states. 
Medicaid  has  a  number  of  required  services  a  state  that  wants  to 
have  a  Medicaid  program  has  to  provide.   It  also  has  a  number  of 
optional  services. 

One  of  them  was  a  personal  care  option,  which  allowed  states 
to  establish  a  program  like  In-Home  Supportive  Services  in 
California,  so  they  could  establish  a  program  that  would  provide 
attendants  in  the  home.   Medicaid- -the  option  had  been  put  into 
law  with  very  little  wording—and  yet  the  states  had  interpreted 
it  as  meaning  if  you  wanted  this  money,  you  had  to  set  up  a  state 
program  where  you  contracted  with  home  health  agencies  to  provide 
the  service. 

Our  research  had  shown  that  the  states  that  used  this  option 
had  all  home  health  agency-provided  services.   We  raised  the 
question  in  our  research  why  that  was  so.   HCFA  gave  us  a  contract 
to  look  into  why  states  made  the  decision  they  did,  and  how  the 
personal  care  option  varied  in  different  states.   We  did  a  really 
excellent  study  that  has  had  a  lot  of  impact,  I  think,  because  it 
was  contracted  by  HCFA.   It,  of  course,  showed  that  there  was  no 
reason  other  than  that's  the  way  states  thought  it  should  be  done. 
It  was  the  lobbying  done  by  the  home  health  care  industry,  which 
was  a  very  powerful  industry.   It  was  just  a  pervasive  notion  that 
this  was  what  you  had  to  do. 

There  had  been  hearings  in  Congress  around  safety,  too. 
There  were  some  people  that  testified  about  terrible  abuses  at  the 
hands  of  attendants,  and  they  really  were  terrible.   But  there 
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were  three  or  four  examples,  and  three  or  four  examples  are  enough 
to  really  lock  in  the  public  attitudes.   So  it  was  hard  to  counter 
impressions  made  as  a  result  of  these  hearings  and  other  negative 
fear-evoking  advertising  from  the  home  health  industry. 

It  was  studies  like  our  HCFA  one  that  started  to  make  the 
difference.   You  were  asking  me  how  we  could  tell  it  had  changed. 

O'Hara:   Yes. 

Leon:    There  was  a  coalition  working  on  long-term  care  reform,  in 

Washington.   I  think  one  of  the  lead  organizations  was  Save  our 
Security,  SOS,  whose  president  was  Arthur  Fleming.   I  think  he  may 
have  been  one  of  the  founders  of  the  Social  Security  program.   I 
don't  know.   He's  an  old-timer.   But  it  was  the  more  liberal  wing 
of  the  social  welfare  lobbying  groups  in  Washington.   Ronnie 
Pollock  and  the  Families  USA  Foundation  were  a  part  of  it.   AARP 
was  a  part  of  it,  but  AARP  had  its  own  legislative  initiative  that 
was  somewhat  different  from  this  other  one. 

Claude  Pepper,  who  was  the  congressman  from  Florida, 
introduced  a  bill  that  was  long-term  care  reform,  with  all  these 
groups  behind  him.  We  worked  with  Pepper's  aides  on  that  bill. 
That  bill  contained,  as  far  as  we  were  concerned,  the  best,  the 
broadest  and  the  best  range  of  choices  for  people  in  terms  of 
services  in  the  home.   The  long-term  care  reform  bill  really  was 
designed  to  fill  in  all  those  gaps  in  health  care  for  seniors, 
whereas  before  that  and  to  this  day,  most  of  the  services  can  only 
be  gotten  in  a  nursing  home. 

Well,  the  bill  did  not  pass.   But  it  was  a  very  important 
bill,  and  a  lot  of  people  got  behind  it,  and  there  were  a  lot  of 
discussions  about  it,  and  there  were  testimonies  given  on  the 
Hill.   Some  parts  of  it  have  passed  in  subsequent  years.   Each 
year  there's  an  omnibus  reconciliation  bill  that  goes  through 
Congress,  and  it  contains  bits  and  pieces  of  all  kinds  of  things. 
There  were  health  care  reform  things  that  were  dropped  in  there 
year  after  year.   So  there's  been  steady  progress,  but  nothing 
dramatic  like  a  long-term  care  bill. 

It  was  another  one  of  those  situations  where  once  people 
began  to  realize  that's  what  the  country  needed,  you  needed  to 
provide  people  with  services  in  the  home,  there  was  no  turning 
back.   I  think  that  the  home  health  agencies  are  trying  to  change, 
and  I  think  health  care  reform  is  changing  the  scenario  so 
greatly.   You  know,  like  people  being  released  from  hospitals 
right  away,  and  then  they  need  to  have  nursing  care  at  home.   Then 
that  nursing  care  goes  to  home  health  care.   That  should 
appropriately,  then,  just  go  to  homecare,  you  know?  Then  people 
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should  be  able  to  get  the  kind  of  services,  the  kind  of  non- 
medical  services  that  they  need. 

The  other  changes  that  are  taking  place  have  been--nurses' 
practices  acts  around  the  country  have  been  gradually  changing. 
These  are  the  acts  that  say  that  only  a  nurse  can  do  such-and- 
such.   Like  only  a  nurse  can  do  what  they  call  "invasive 
treatment."  I  think,  "invasive  therapy,"  like  putting  in  a 
catheter.   Usually,  in  a  nurses'  practices  act,  they  say  that  a 
nurse  can  either  do  it  or  train  a  family  member.   Then  there's 
been  big  controversies  in  different  states  about  whether  they  can 
also  train  a  friend  or  train  a  life  partner  or  train  an  attendant. 
Usually,  it  cannot.   It's  just  a  family  member  or  the  person, 
themself.   And  if  the  persons,  themselves,  cannot  do  it,  then-- 

But  anyway,  things  are  slowly  changing. 

O'Hara:   When  you  say  the  home  health  agencies  are  slowly  changing,  what  do 

you  mean? 

Leon:     I  actually  have  a  friend  who  runs  a  home  health  company  who  has 
told  me  that  her  company  works  with  some  of  the  major  insurance 
companies  to  make  sure  that  insurance  companies  provide  an  option 
for  home  health  services  in  addition  to  nursing  home  services.   So 
in  that  regard,  home  health  agencies  are  changing—the  big  ones. 
Olsten,  the  very  biggest  firms,  are  becoming  champions  for  home 
care,  as  opposed  to  nursing  home  care.   Of  course,  it's  in  their 
economic  best  interests,  but  nonetheless- 
Home  health  companies  and  home  health  unions  have  both,  over 
the  past  several  years,  indicated  to  WID  that  they  were  interested 
in  talking  to  us.  WID  has  actually  joined  forces  with  SEIU 
[Service  Employees  International  Union]  in  California  and  has 
really  fought  with  some  of  the  other  unions.   It's  like  the  Home 
Health  Workers  of  America,  I  believe  it's  called.   The  unions,  at 
least  SEIU,  was  looking  at  how  can  workers  be  protected  and  people 
get  the  kind  of  control  that  they  need.   It's  really  very  hard. 

O'Hara:   When  you  said  WID  joined  forces,  what  do  you  mean? 

Leon:     There  was  a  long-term  care  task  force  in  California.   I  believe 
it's  still  in  existence.   The  major  leaders  from  organizations 
that  are  working  in  long-term  care  in  the  state.   There  are  all 
these  bills  that  are  introduced  in  the  legislature.   One  bill  that 
was  introduced  was  for  a  public  authority  in  each  county.   The 
union,  SEIU,  was  really  pushing  for  a  public  authority.   The  role 
of  the  public  authority  would  be  to  be  a  hiring  hall,  so  to  speak 
for  attendants.   Also  the  public  authority  could  take  care  of  the 
tax  and  benefits  for  the  workers.  And  also  it  could  represent 
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them  in  terms  of  income, 
does. 


It  could  represent  them  like  a  union 


So  we  were  talking  with  them  about  how  disabled  people 
didn't  want  their  workers  to  be  unionized  because  of  some  really 
bad  experiences  that  disabled  people  had  of  the  unionization  of 
workers  in  Sweden  and  other  countries ,  where  the  worker  really 
does  seem  to  have  all  the  power  and  the  disabled  person  has  none 
of  it.   But  there  are  so  many  benefits  that  could  come  to  the 
worker  if  they  were  unionized  in  some  way  that  WID  was  anxious  to 
be  supportive.   Finally,  SEIU  was  one  we  could  work  with,  but  the 
Home  Health  Workers  of  America  or  something  was  one  that  we 
couldn't  work  with.   There  is  still  suspicion  that  you  could  never 
really  trust  a  union. 

O'Hara:   How  did  all  of  this  start?   Through  WID's  PAS  newsletter? 

Leon:    Well,  it  wasn't  through  the  newsletter.   The  newsletter  didn't 
reach  as  far.   But  it  really  was  networking  and  using  every 
opportunity  that  any  of  us  would  get  to  go  to  Washington  to  speak 
to  the  people  who  were  in  the  positions  where  they  could  do 
something.   With  Ed,  Ed  could  get  invited  to  almost  any  conference 
or  forum  that  he  wanted  to  speak  at.  We  would  use  Ed  to  take  it 
out. 

We  would  seek  interviews  with  CNN.   I  told  you  last  time 
that  we  brought  this  data  on  the  comparative  costs  of  New  York's 
system. 

O'Hara:   Were  you  on  CNN  yourself? 

Leon:    No,  no.   I  was  with  Ed  when  he  was  on  CNN,  but  I  wasn't  on  CNN. 
Actually,  I  think  Simi  was.   I  think  Simi  was  there.   She  was  in 
Washington  at  the  time,  and  Ed  was  on  Larry  King.   He  and  Simi 
were  on  CNN,  and  then  Ed  went  on  Larry  King. 

O'Hara:   Did  you  work  with  some  of  the  committees  in  Washington,  like 
Claude  Pepper's  committee?  You,  yourself? 

Leon:    Well,  1  would  go  with  Simi.   I  was  telling  you  last  time  that  I 
had  given  Simi  the  assignment  to  write  a  personal  assistant 
services  bill,  and  she  said  she  didn't  know  how.   I  told  her  that 
you  just  copy  an  existing  bill,  and  you  just  do  it.   It  really 
didn't  matter  if  you  got  something  wrong.  You  took  your  bill,  and 
you  went  and  it  was  some  place  for  them  to  start,  you  know?  She 
thought  that  was  pretty  outrageous  of  me,  but  she  did  it. 


As  she  finished  the  bill,  I  preceded  her  to  Washington, 
had  a  contract  with  the  National  Council  on  Disability  to 
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synthesize  what's  been  going  on  in  personal  assistant  services  at 
the  federal  level  and  to  make  recommendations,  and  I  wanted  our 
draft  bill  for  that.   So  I  was  in  Washington  for  another  purpose, 
and  Simi  came  with  her  draft,  and  then  we  had  a  meeting  with  the 
National  Council  and  other  advocates.   I  presented  our  results, 
and  Simi  presented  the  bill.   Then  Simi  and  I  went  to  the  Select 
Committee  on  Aging;  we  went  to  some  of  the  other  committees,  and 
we  took  the  bill. 

Then  I  followed  up  with  the  Congressional  offices  because  I 
wasn't  timid  about  it.   It  was  what  I  did  in  Sacramento,  when  I 
was  working  at  Rehab  also.   You  would  have  some  information,  you 
would  call  up  congressional  aides,  you'd  tell  them  you  had  it,  you 
sent  it  to  them,  and  then  you'd  call  them  up,  and  you  talked  to 
them  about  it.   You  would  keep  trying  to  give  them  more 
information  or  ask  them  what  their  questions  are,  and  respond  to 
their  questions. 

I  would  orchestrate  that  and  try  to  simplify  the  message 
that  we  were  making  so  that  it  was  something  that  would  be  readily 
understandable.   I  would  tend  to  make  it  a  little  more  dramatic. 

O'Hara:   Did  you  testify  at  hearings? 

Leon:     1  never  did. 

O'Hara:   Or  was  it  more  congressional  aides  in  offices? 

Leon:    Testifying  in  hearings.  We  usually  sent  Ed  or  Judy  to  testify  at 
hearings.   Simi  would  write  the  testimony,  I  would  write 
testimony,  and  I  hired  Bob  Griss  to  write  testimony  on  Medicaid  on 
I  think  at  least  one  occasion.  We  also  sent  Sue  Suter  to  testify. 
But  if  someone  was  thinking  of  a  hearing,  like  Pete  Stark  would  be 
thinking  of  a  hearing,  I  would  suggest  people  and  try  to  suggest 
someone  from  WID.   But  we  had  some  really  influential  people  in 
Washington.   You  know,  Henry  Waxman  and  Pete  Stark.   They  had 
powerful  positions  within  the  committees  that  had  jurisdiction 
over  some  aspect  of  disability  issues,  and  so  we  would  try  to 
reach  them. 

Of  course,  these  were  the  years  when  the  Republicans  had  the 
majority  and  the  chairmanship  of  the  committees,  so  you'd  be 
talking  with  Pete  Stark  and  he'd  be  talking  about  a  hearing,  but 
then  there 'd  be  another  hearing  that  was  the  majority's  hearing, 
and  then  Pete  Stark  would  have  his  minority's  hearing.   It  really 
was  a  matter--!  know  Megan  Kirshbaum  asked  me  about  how  you  make 
policy  change.   It  was  something  that  I  learned  from  watching  Ed 
and  working  with  Ed. 
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It  really  is  easy  to  influence  policy  if  you  know  what 
you're  talking  about  and  you  really  do  have  information  that's 
useful  to  them.   If  the  timing  is  right.  Many  times  you  get 
started  on  something  and  then  it  fizzles  out  because  there  just 
isn't  enough  interest  in  Congress.   You  go  back  again  and  again. 
And  that  often  happened.   It  was  very  discouraging,  actually. 
Because  you  often  were  working  with  them  on  something,  and  then 
nothing  seemed  to  happen,  and  then  a  little  bit  of  it  would  get  in 
another  bill. 

O'Hara:   And  this  is  a  major  change  you  were  trying  to  effect. 

Leon:     Yes.   No  one  else  was  doing  it.   Now,  today,  ADAPT  [American 
Disabled  for  Accessible  Public  Transit;  now  called  American 
Disabled  for  Attendant  Programs  Today]  is  very  active  in  personal 
assistant  services.  ADAPT  went  to  [Senator  Robert]  Dole.  We  had 
started  to  work  with  Dole's  people,  oh,  gee,  maybe  fifteen  years 
ago  because  Dole  was  always  interested  in  health  care  reform. 
Dole  was  a  pretty  liberal  senator.   He  had  some  very  competent 
staff  people,  so  we  would  go  see  them.   We  would  see  Dole 
occasionally.   But  in  those  days,  none  of  the  other  disability 
groups  was  working  in  Washington  on  personal  assistant  services. 

Now,  since  NCIL  [National  Council  on  Independent  Living]  has 
become  stronger  and  has  formed  a- -NCIL  has  formed  a  long-term  care 
committee- -and  Sirni  has  been  on  that  since  it  started.   NCIL  is 
now  taking  a  position  and  working  on  PAS  legislation.   And  ADAPT 
is.   And  the  National  Council.   You  know,  we  did  the  first  work 
for  the  National  Council  on  personal  assistant  services.   We  have 
to  take  credit—in  my  mind--we  have  to  take  credit  for  taking  an 
issue  that  only  WID  was  articulating  and  gathering  information  and 
pushing  on  that  issue  until  it  became  something  that  everyone  was 
articulating. 

\ 

I  see  that  as  the  job  that  has  to  be  done.   I  would  always 
say  that  WID  is  not  out  there  to  advocate  for  something.   WID  is 
out  there  to  make  strong  advocates  and  to  give  them  the 
information  and  the  data  they  need  to  make  good  arguments  and  to 
win  their  cases.   So  even  though  there  was  the  fun  of  being—and 
there  certainly  was,  you  know,  especially  on  the  part  of  Judy  and 
Ed— the  excitement  of  being  the  lead  person  to  take  an  issue  to 
Washington,  it  really  was  quite  important  that  we  trained  others 
to  do  that. 

So  it  was  quite  an  accomplishment.   It  was  clear  that  there 
are  a  number  of  foundations  that  focus  only  on  aging  who  know  of 
WID  only  because  of  the  work  we've  done  on  personal  assistant 
services,  and  really  admire  that  work.   WID  has  developed  an 
excellent  reputation  on  the  basis  of  the  personal  assistants  work 
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because  we  were  always  there.  We  always  found  some  way  to  keep  it 
up,  and  we  always  had  data  to  back  up  everything  we  said.   It  was 
really  an  excellent  thing  to  do. 

It  was  fun  because  you  could  never  anticipate  the  questions 
people  had,  and  when  you  understood  their  questions,  you  could 
then  go  out  and  figure  out  how  to  answer  them.   You  know,  like  the 
quality  questions  and  stuff  like  that.   It's  a  huge  undertaking, 
and  it  was  probably  overly  ambitious  of  WID  to  think  we  could  do 
that  in  a  lot  of  areas.  We  always  thought  that  we  would  do  it  in 
many  areas,  but  we  have  actually  not  been  able  to  do  so. 

The  other  area  that  I  think  that  we've  making-- 


Work  on  Reforming  Social  Security  Disability  Benefits  II 


O'Hara:   You  had  just  said  that  another  area  that  you  think  WID  has  made  an 
impact  in  is  the  Social  Security  disability  insurance  changes. 
What  was  the  purpose? 

Leon:    When  we  started  WID,  we  had  identified  two  primary  issues 

domestically,  in  the  United  States,  that  we  thought  would  be  our 
first  priorities,  and  that  was  based  on  our  work  in  Rehab.   One 
was  personal  assistant  services,  which,  as  I  said,  California  had 
the  best  system  in  the  country  and  we  were  very  aware  that  there 
was  tremendous  interest  all  over  the  country  on  how  to  get  a 
system  like  California's. 

The  other  one  was  Social  Security  disability  benefits.   That 
was  one  of  the  biggest  problems  facing  disabled  people.   It  was 
preventing  them  from  becoming  employed,  preventing  them  from 
moving  into  greater  situations  of  independence;  was  their  absolute 
dependence  on  Social  Security  disability  benefits  and  the  rigidity 
that  was  built  into  the  system.   I  think  I  mentioned  before  how 
the  definition  of  being  eligible  for  disability  benefits  was  that 
you  were  too  disabled  to  work.   You  can  imagine  someone  with  a 
severe  disability  going  to  Rehab  and  knowing  that  they  had  no  way 
of  surviving  without  their  disability  benefits  and  that  their 
health  benefits,  their  Medi-Cal,  is  tied  to  their  disability 
benefits.   Then  looking  at  the  prospect  of  going  to  work  in  an 
entry- level  job  and  then  they  would  lose  everything. 

So  there  was  a  continual  effort  to  bit  by  bit  loosen  up  the 
system,  to  ease  it  so  that  people  would  have  more  choice.   They'd 
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be  able  to  move  in  and  out;  they'd  be  able  to  earn  some  money. 
Since  this  is  a  federally-funded  benefit,  you  know—the  Congress 
was  very  wary  of  loosening  it  at  all  and  considered  it  a  very 
expensive  program.   So  it's  been  very,  very  hard  to  impact. 

O'Hara:   When  you  say  "loosen,"  you  mean  allowing  a  person  to  go  to  work 
and  give  up  some  of  the  benefits  gradually? 

Leon:    Yes,  yes.   There  have  been  proposals  for  twenty  years  that  people 
could--you  know—for  every  two  dollars  you  earn,  you  lose  a  dollar 
in  benefits  or  something.   So  that  people  would  have  a  cushion  and 
there  would  be  a  trial  work  period.  We  were  trying  to  extend  the 
trial  work  period  so  people  could  see  if  they  really  have  the 
stamina  to  work.   The  old  system  was  that  if  you  went  off  of 
benefits  and  went  to  work,  then  you  were  no  longer  considered 
disabled  by  the  definition  because  you  could  work. 

If  you  discovered  you  didn't  have  the  stamina  to  do  it  or 
you  couldn't  do  it  or  you  didn't  succeed  for  some  reason,  you 
couldn't  get  back  on  benefits.   These  were  all  areas  where  there 
could  be  incremental  improvements.   There  could  be  slight  changes 
in  the  regulations.   The  regulations  implemented  the  Social 
Security  laws  which  were  under  the  jurisdiction  of  several 
committees  including  the  Finance  Committee  in  the  Senate  and  the 
Ways  and  Means  Committee  in  the  House.   The  people  who  ran  those 
committees  and  the  aides  who  worked  on  those  committees  were 
really  interested  in  dollars;  they  weren't  really  involved  with 
people.   It  wasn't  like  a  health  committee. 

This  was  a  long  process,  and  we  worked  on  it.   The  fifteen 
years  I  was  at  WID  we  worked  on  it.  As  I  said  before,  we  would 
contract  with  Doug  Martin  to  represent  us.  We  would  pay  his 
expenses,  and  he  would  go  to  Washington  and  work  on  task  forces  or 
he  would  contribute  language  for  bills. 

O'Hara:   Was  WID  doing  any  research  on  that  area? 

Leon:    We  weren't  doing  any  research  at  that  time.  We  were  doing  mostly 
advocacy,  where  we  would  write  up  the  problems  and  then  talk  about 
the  solutions.  What  we  did  would  probably  today  be  classified  as 
qualitative  research.  We  would  use  case  studies.   But  we  didn't 
have  special  funding  for  it,  and  so  we  would  do  it  in  between 
other  things.   But  it  was  something  that  we  did  every  year  and 
that  we  continually  kept  an  eye  on. 

We  looked  for  opportunities  to  collaborate  on  projects,  and 
we  would  get  grants  here  and  there  to  work  on  some  aspect  of  it. 
As  I  mentioned  before,  we  worked  with  Monroe  Berkowitz,  who  as  an 
economist  has  made  his  career  studying  Social  Security  disability 
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benefit  system,  and  we  would  work  with  him.  We  would  advise  him 
on  his  questionnaires.  We  would  critique  his  work.  We  would  do 
all  kinds  of  things.   We  would  be  appointed  to  task  forces  and 
stuff  like  that. 

But  I  don't  recall  any  research  project  that  we  did  in  that 
area,  until  we  received  a  grant  to  be  a  research  and  training 
center  in  independent  living  and  disability  policy.   Then  we 
selected  Social  Security  disability  insurance  as  one  of  our 
priorities. 

O'Hara:   What  year  was  that? 

Leon:    That's  probably  about  eight  years  ago. 

O'Hara:   So  1990,  about? 

Leon:     Yes,  just  about.   The  National  Institute  on  Disability--NIDRR-- 
Rehabilitation  Research  has  a  funding  stream  which  is  called 
research  and  training  centers,  and  these  are  large  funded  programs 
that  are  for  five  years.   They  have  always  gone  to  universities. 
In  fact,  the  law  seemed  to  require  that  they  go  to  universities. 
They  decided  after  a  lot  of  pressure  from  us  and  many  others  that 
they  had  to  do  a  research  and  training  center  on  independent 
living. 

This  was  back  when  we  were  still  in  Rehab.   Ed  and  I  worked 
on  convincing  NIDRR  that  they  had  to  put  out  an  RFP  for  research 
and  training  center  in  independent  living.   We  had  hoped  that  CIL 
and  the  other  independent  living  centers  would  form  a  coalition 
and  go  for  it.   They  didn't.   The  proposal  was  awarded  to  the 
University  of  Kansas,  which  set  up  a  research  and  training  center 
in  independent  living.   Then  we  watched  what  was  going  on  in  that 
research  and  training  center.   It  was  really  much  too  dominated  by 
the  rehabilitation  point  of  view  and  it  didn't  get  involved  in 
policy  at  all. 

So  when  that  came  time  to  be  renewed,  we  pushed  for  it  to  be 
expanded  in  its  focus.   It's  easy  to  push  for  that  because,  you 
know,  the  agency  puts  out  an  announcement  of  proposed  priorities 
and  you  can  comment  on  it.   It's  one  of  those  things  that  I  always 
thought  was  really  good  for  WID  to  do,  was  to  always  comment  on 
these  proposed  priorities  because  they  wouldn't  get  very  many 
comments  and  they'd  have  to  take  them  seriously  and  they'd  have  to 
publish  them  in  the  Federal  Register.   So  we,  of  course,  commented 
on  it . 

They  expanded  the  definition,  and  we  decided  we  wanted  to 
apply.   But  we  weren't  a  university,  and  we  called  Washington  and 
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called  the  National  Institute  on  Disability  and  Rehab  Research. 
They  hemmed  and  hawed.   They  said,  Well,  it  would  be  very  nice  if 
someone  like  WID  would  apply;  but  you'd  have  to  address  the 
university  credential  problem. 

So  we  approached  the  University  of  California  at  Berkeley, 
and  they  referred  us  to  the  Western  Consortium  of  Public  Health, 
which  is  itself  a  nonprofit  but  is  a  nonprofit  formed  by  the 
School  of  Social  Welfare  and  the  Schools  of  Public  Health  of  the 
University  of  California  at  Berkeley  and  Los  Angeles.   We  asked 
them  to  be  our  partner  in  the  proposal.  We  wrote  a  proposal,  and 
the  proposal  we  wrote  was  essentially—and  1  did  play  the  major 
role  in  writing  the  proposal.   I  wrote  the  introduction  and  the 
philosophical  part,  and  Simi  wrote  much  of  the  research  part. 

The  case  we  made  was  that  the  research  and  training  center 
in  independent  living  and  public  policy  was  essentially  to  do  what 
WID  was  formed  to  do,  was  to  look  at  the  priority  issues  in  the 
country  and  to  do  the  research  that  was  necessary  to  enable  people 
to  better  understand  the  options  and  to  make  better  choices.   We 
applied.   It  was  quite  a  controversy.   The  feds  came  out  and  did  a 
peer  review  and  a  site  visit.   There  was  a  peer  review,  and  then 
they  did  a  site  visit. 

The  climate  was  changing  in  Washington,  also,  at  the  time. 
They  were  using  more  and  more  people  from  independent  living 
centers  in  the  peer  review.   We  learned  through  the  grapevine  that 
we  were  competing  with  the  University  of  Kansas,  that  the  people 
in  the  peer  review  from  the  independent  living  centers  were  very 
strongly  supportive  of  having  the  research  and  training  center  in 
a  disability-run  organization,  as  opposed  to  a  university. 

What  finally  happened  was  that  the  feds  had  enough  money. 
They  gave  two  grants.   Kansas  got  the  grant;  we  got  the  grant. 
They  were  very  concerned  about  whether  or  not  they  would  allow  a 
non-university  program  to  receive  it.   They  decided  they  would. 
We  were  the  first  non-university  program  to  ever  get  a  research 
and  training  center. 

But  this  brought  us  $500,000  a  year  for  five  years.   It  was 
really  a  lovely,  reliable  source  of  funding  to  do  our  research  and 
work  in  policy.   It  came  with  lots  of  strings  attached.   We  had  to 
clear  everything  we  were  going  to  do  with  the  feds,  and  there  was 
all  kinds  of  work  that  we  were  required  to  do  because  it  was  in 
the  request  for  proposal.   But  nonetheless,  it  gave  us  that 
option. 

Social  Security  disability  reform  was  one  of  the  topics  that 
we  picked.   But  personal  assistant  services  was  by  far  the 
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largest.  As  that  came  up  for  renewal  after  the  first  five  years, 
it  was  competed  against.  When  we  re-competed  for  it,  we  put  in 
much  more  work  in  Social  Security  disability  reform,  and  that's 
the  work  we're  working  on  now. 

Ed  got  very  involved  in  it.   Social  Security  disability 
benefit  reform  is  something  that's  very  important  to  the  DD 
community,  the  developmental  disability  community.   So  there's  a 
lot  of  groups  around  the  country  that  are  working  on  some  aspect 
of  trying  to  improve  the  system.   There  are  economists  like  Monroe 
Berkowitz  that  are  trying  to  improve  the  system.   There  also  are 
all  of  these  rehab  agencies  and  the  rehab  facilities  that  are 
involved. 

There  were  many  opportunities  for  meeting  and  trying  to 
figure  out  what  might  be  a  better  solution  that  Congress  would  buy 
at  the  moment.   There  were  plenty  of  proposals  brought  forth  for 
ways  to  reform  it.   Our  job  usually  was  critiquing  the  various 
proposals,  rather  than  developing  our  own  proposal.   We  would  look 
at  proposals  that—you  know,  the  ones  that  I'm  most  familiar  with 
are  the  present-day  proposals  that  all  involve- -they 're  proposals 
for  rather  small  changes  in  the  system,  like  allowing  changes  to 
the  trial  work  period  and  what  impact  that  would  have. 

They're  now  looking  at  changing  the  entire  benefits  system, 
with  the  idea  that  if  they  don't  allow  young  people  to  get  on 
disability  benefits  to  start  off,  they  won't  become  dependent  upon 
them  and  that  maybe  they  can  avoid  the  problem  of  people  being 
afraid  to  go  off  benefits  if  they  never  let  them  get  on  it. 

Of  course,  the  people  who  need  the  benefits  are  really 
severely  disabled.   The  young  people  who  need  them  are  really 
severely  disabled.   Their  families  need  them,  for  very  legitimate 
purposes.   So  there  are  many  proposals  coming  forth  to  give  these 
young  people  vouchers  to  use  for  rehabilitation  services  or  to 
give  programs  that  train  people,  do  vocational  training  incentives 
to  take  them  on  as  clients  and  provide  them  with  services.   Then 
they  get  a  bonus  when  a  person  goes  to  work. 

Then  there  are  proposals  that  would  allow  young  people  to 
continue  to  get  their  health  benefits  but  would  not  give  them 
disability  benefits.   There  are  all  kinds  of  variations  on  those 
proposals.   Most  of  them  are  terrible.   But  there's  no  question 
that  everyone  agrees  that  the  system  as  it  is  now  designed  does 
breed  a  dependency  on  the  system.   It's  a  concept  that's  a  little 
hard  to  understand  because  people  really  need  the  support,  and 
people  need  the  security  of  knowing  they  can  fall  back  on 
benefits.   It's  quite  an  upheaval  to  think  of  it  as  being  a 
problem  that  you  have  that  security.   Yet,  it's  undeniable  that 
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psychologically  it  does  have  that  effect  on  many  people,  that  they 
don't  really  try  to  go  to  work  because  it's  easier  to  stay  on  the 
benefits. 

O'Hara:   What  role  has  WID  been  playing  recently  in  that? 

Leon:    We  were  funded  by  the  Social  Security  Administration  to  bring 

together  a  forum  of  thinkers  and  leaders,  and  we  held  a  conference 
in  Washington,  and  we  commissioned  papers,  and  we  had  the  papers 
delivered,  and  we  produced  a  report.   One  of  the  things  that  1  was 
very  anxious  to  make  sure  we  did  was  that  in  our  work  in  Social 
Security  disability  reform,  we  were  very  clear  to  spell  out  the 
value  base  and  the  criteria  that  we  would  use  and  that  we  thought 
disability  organizations  wanted  used  when  you  evaluated  approaches 
to  reforming  the  system. 

Again,  it  was  that  situation  where  the  disability  community 
was  fighting  economists.   Our  criteria  was  that  it  had  to  provide 
people  with  incentives  to  work,  and  it  had  to  provide  people  with 
more  of  a  fail-safe  system.   It  had  to  give  people  a  number  of 
chances.   I  presented  the  criteria  at  this  conference  in 
Washington,  and  I  know  that  it's  the  first  part  of  the  report  that 
we  presented,  that  we  developed  and  gave  to  the  Social  Security 
Administration.   I'd  have  to  go  get  it  to  really  articulate  all  of 
them. 

But  it  was  obvious  to  me  that  we  had  to  spell  out,  just  like 
we  did  in  personal  assistant  services,  we  had  to  spell  out  the 
basic  values  that  we  wouldn't  budge  from.   Because,  as  we  found  in 
everything  that  WID  approached,  the  various  proposals  were  being 
evaluated  but  the  criteria  by  which  they  were  being  evaluated  was 
never  articulated.   The  criteria  were  all  preconceived  notions,  or 
commonly  held  assumptions  and  were  not  readily  questioned.   But 
they  were  still  there,  and  they  were  very  probably  questionable. 
There  were  real  reasons  why  there  was  such  a  thing  as  a  status  quo 
and  why  there  were  these  problems  that  the  whole  independent 
living  movement  was  designed  to  confront,  because  there  were  these 
assumptions.   So  that  was  an  important  point  that  we  made,  and  we 
made  it  the  basis  for  all  of  our  work. 

Sue  Suter,  who  was  our  president  at  the  time,  was  also  part 
of  a  federal  commission  on  Social  Security  reform.   That  was  a 
very  prestigious  position.   She  was  on  it  more  because  of  her  past 
experience,  because  she  had  previously  been  a  commissioner  of 
rehabilitation  services  in  Washington  and  she  had  been  a  director 
of  a  rehab  agency  in  Illinois.   She  was  disabled  and  also  because 
she  was  the  president  of  WID.   But  we  used  the  opportunity  of  her 
being  on  that  commission  to  make  sure  that  we  could  communicate 
our  point  of  view  and  these  values  to  them.  We  took  that  as  an 
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opportunity  to  critique  the  proposals  that  came  forth  and  were 
presented  to  the  commission. 

We  now  have  a  major  contract  with  the  Social  Security 
Administration.   We  are  a  part  of  a  consortium  led  by  the 
University  of  Illinois,  1  believe.   It's  developing  a  rehab 
service  delivery  system  for  people  who  are  Social  Security 
disability  beneficiaries.   It's  an  alternative  system  to  the 
vocational  rehabilitation  system.   It's  a  system  that  only  uses 
private  providers,  and  it  gives  them  an  incentive.   The  whole 
point  of  it  is  to  see  if  people  who  are  on  disability  benefits  are 
more  likely  to  be  rehabilitated  into  work  through  this  private 
system  than  they  are  through  the  publicly  funded  system. 

Our  role  in  that  is  that  we're  doing  the  evaluation  and 
we're  doing  the  consumer  input.  We're  doing  the  kind  of  thing 
that  WID  does  best.  We're  recognized  by  the  other  players  as  also 
playing  a  watchdog  role.   We're  the  one  that  makes  sure  that  what 
is  done  is  in  keeping  with  what  disabled  people  want,  to  the  best 
of  our  ability.   I  don't  know  who's  running  that,  but  it's  a 
contract  that  WID  now  has. 

You  know,  the  reason  that  it's  such  a  problem  is  that  over 
the  years,  statistics  have  shown  that  the  state  rehabilitation 
agencies  have  not  been  able  to  rehabilitate  people  who  were  on 
Social  Security  Disability  Insurance  [SSDI]  benefits.   California 
had  a  much  better  track  record  than  most  other  states,  and  I  think 
that  has  a  lot  to  do  with  California,  California's  economy  and  the 
kind  of  people  who  come  to  California. 

O'Hara:   You  mean  in  terms  of  employment? 

Leon:     Yes,  yes.   Possibly  the  attitudes  of  people  who  move  to 

California,  the  dynamics,  the  sociology  of  the  state.   But  aside 
from  that,  the  voc  rehab  programs  have  had  very  little  success 
with  this  population.   The  Social  Security  Administration  has 
always  given  money  to  the  voc  rehab  system  to  rehabilitate  SSDI 
beneficiaries.   So  they  had  funds  they  could  spend  otherwise  if 
they  felt  they  could  get  better  services.   The  proposal  was  to 
look  at  the  privatization  of  voc  rehab  service  for  this 
population.   Privatization  is  a  trend  that's  been  developing 
gradually.   I  don't  know  if  it's  a  good  one.   It's  kind  of  like 
health  care  reform  and  HMOs,  the  trend  toward  privatization.   Time 
will  tell. 

In  addition  to  that,  WID  got  a  contract  from  the  National 
Council  on  Disability  to  work  on  the  collection  of  new  approaches 
and  new  recommendations  for  Social  Security  disability  reform.   We 
developed  a  criteria  for  that,  based  on,  I  think,  focus  groups  and 
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meetings  with  consumer  groups  about  what  they  wanted  changed  in 
Social  Security  disability  benefits.   Then  we  began  to  work  with 
CIL  on  the  development  of  new  proposals  for  transforming  the 
Social  Security  disability  benefits  system. 

We  worked  with  other  groups  in  the  Bay  Area.  We  came  up 
with—and  CIL  deserves  a  great  deal  of  the  credit  for  this  because 
a  lot  of  it  is  based  on  the  work  that  CIL  and  the  other 
independent  living  centers  are  doing—an  excellent  legislative 
proposal. 

CIL  does  a  lot  of  work  with  clients  on  disability  benefits 
counseling,  so  they  know  from  that  experience  what  people  really 
are  having  trouble  with.   It's  really  important  that  WID  rely  on 
them  to  tell  WID  what  the  issues  are  and  what  people  are  saying, 
because  WID  is  a  bit  of  an  ivory  tower.   Also,  it's  a  really 
fruitful  resource  for  WID's  research.   I  mean,  there's  all  of  this 
data  here  in  the  independent  living  centers.  Much  of  it  is 
qualitative  research,  but  still,  there's  a  lot  of  material  there. 
So  we  have  worked  with  CIL  on  the  development  of  a  disability 
benefit  reform  bill.   We  did  it  initially  for  the  National  Council 
on  Disability. 

Then  the  National  Council  on  Disability  decided  that  it  was 
a  little  too  radical  for  them,  that  it  went  further  than  the 
Reagan-appointed  members  of  the  council  were  ready  for.   So  they 
said  the  bill  was  ours  to  run  with,  so  we  had  to  run  with  it. 
There's  a  young  disabled  woman  who  is  a  graduate  student  at  UC 
Berkeley,  who  is  an  intern  who  we  have  employed,  who  is  spending 
part  of  her  time  in  Washington,  working  on  presenting  the  bill  and 
working  with  people  in  Congress  on  it.   There's  a  disability 
benefits  person  from  CIL  who  is  working  very  closely  with  us.   Now 
Debby  Kaplan,  WID's  new  executive  director,  is  getting  involved 
and  actually  doing  the  lobbying  and  the  work  with  people  on  the 
Hill. 

The  bill  has  many  improvements.   You  know,  one  of  the 
stupidest  parts  of  the  Social  Security  disability  system  has  been 
that  if  you  married  —  if  two  disabled  people  married  — they 'd  lose 
benefits.   So  they  stayed  together  but  they  never  marry.   That 
kind  of  thing.   It  even  contains  a  provision  that  allows  people  to 
retain  their  benefits  even  though  they  marry.   It  really  makes  the 
whole  system  more  flexible,  and  it  really  does  provide  incentives 
to  people. 

It  has  that  element  that's  so  important  of  allowing  people 
to  earn  dollars  and  retain  some  dollars,  and  there's  a  formula 
that's  constantly  renegotiated  of  how  much  you  can  retain  as  you 
earn  money  from  working,  and  then  how  much  you  retain  of  your 
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medical  benefits.   I  think  it  also  has  a  buy- in.   One  of  the 
things  that  has  been  so  unbelievably  difficult  to  accomplish  is  to 
enable  people  to  be  able  to  buy  Medicaid  once  they  earn  too  much 
money  to  be  able  to  get  it  for  free.   It  makes  so  much  sense!   But 
now  Clinton  has  proposed  that  for  seniors  or  people  who  are  not 
eligible  for  Medicare,  they  can  buy  into  Medicare.   There's  real 
concerns  in  Congress.   It's  just  this  reluctance  to  expand  the 
benefits  system,  the  entitlement  system. 

But  anyway,  so  that's  going  on  now.   It's  one  of  the  major 
initiatives  at  WID.   It's  supported  in  part  by  the  research  and 
training  center  on  independent  living  and  disability  policy,  and 
other  funds  as  they  become  available. 

O'Hara:   Very  impressive. 

Leon:     It  is.   Other  people  are  doing  a  lot  of  good  work  in  that  area. 

But  we  are  doing  an  important  part  of  it.   I  really  think  that  we 
have  an  edge.   We  understand  better  than  most  of  them  what  should 
be  done  [laughing],  because  I  think  we  may  be  focused  on  it  more 
[chuckling] . 


WID  Initiation  of  International  Discussion  and  Work  in  South 
America 


O'Hara:   The  other  division  of  WID  that  has  had  quite  an  impact  that  you 
were  going  to  talk  about  was  the  international  division. 

Leon:     Yes. 

O'Hara:   I'm  going  to  flip  the  tape  because  we're  getting  close  to  the  end. 


O'Hara:   Can  you  tell  me  about  the  origin  of  the  international  division? 

You  said  first  that  that  had  been  Ed's  great  desire  to  spread  the 
independent  living  idea.   Then  what  happened?   How  did  it  evolve? 

Leon:    Well,  you  know,  when  we  started  we  put  Norm  Acton,  who  was  the 

secretary  general  of  the  World  Rehabilitation  Fund,  on  our  board. 
That  was  a  statement,  a  gesture  on  our  part,  indicating  that  we 
definitely  wanted  to  have  this  international  focus  as  an  important 
part  of  WID.   Unfortunately,  after  he  agreed  to  be  on  our  board, 
he  became  ill.   There  were  personal  reasons,  as  far  as  I  know, 
that  he  was  a  very  inactive  board  member. 
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Also,  the  board  that  we  did  form  told  us  twice  that  it  did 
not  like  the  word  "World"  in  our  name.   Community  people  thought 
we  were  being  pretentious.   But,  as  we  would  search  our  mission 
and  our  sense  of  where  we  really  wanted  to  go--Ed  and  Judy  and  I-- 
it  was  always  a  very  important  part  of  it.   It  was  a  third  or  a 
quarter  of  our  goal.   It  was  one  that  Ed  was  particularly 
interested  in.  And  Judy  was  also  strongly  interested  in  it. 

Unfortunately,  we  had  a  very  difficult  time  raising  funds 
to  work  internationally.   We  were  told  that  there  was  xenophobia 
in  the  U.S.,  that  the  U.S.  dollars  and  the  U.S.  foundations  were 
interested  in  stuff  inside  the  country,  not  outside  the  country. 
I  was  more  interested  in  the  work  of  personal  assistant  services 
and  disability  benefits  or  reform  and  independent  living  centers, 
and  1  wasn't  as  interested  in  it. 

But  for  a  number  of  reasons,  we  really  did  not  raise  the 
money  for  it.   So  our  work  internationally  in  the  early  years  was 
all  done  on  the  basis  of  other  countries  coming  to  us  with  money 
for  us  to  spend.   They  would  invite  Ed  to  go  on  tour  and  present 
in  different  places,  and  they  would  invite  Judy  to  present,  and 
that  kind  of  thing.   So  we  wound  up  going  to  those  countries  that 
could  invite  us,  and  they  tended  to  be  Australia  and  Europe  and 
Japan. 

O'Hara:   How  did  they  know  about  Ed  and  Judy? 

Leon:    Well,  just  about  1980  or  '81  (I  think  I  mentioned  this),  every 
several  years  there's  a  world  congress  that's  hosted  by  the 
Rehabilitation  International.   Rehabilitation  International  is  an 
organization  that  has  always  been  dominated  by  rehabilitation 
professionals.   Each  country  that  becomes  a  member  of 
Rehabilitation  International  sends  its  own  delegation  and  has  some 
kind  of  a  national  congress  for  its  own  priorities.   The  members 
from  each  of  the  countries  tend  to  be  the  large  disability 
organizations  or  disability-caring  organizations,  you  know,  like 
the  rehabilitation  hospitals.   They  dominated  it  in  most  of  the 
countries. 

I  think  I  mentioned  that  Rehabilitation  International  had  a 
major  conference  in  Canada  in  about  1980.   Ed  went  to  that.   He 
and  a  few  other  disabled  people  were  absolutely  incensed  that 
there  was  no  room  for  them  in  the  meeting.   It  was  inaccessible. 
They  actually  couldn't  get  into  the  meeting.   So  they  had  a 
separate  meeting  outside,  and  they  held  a  press  conference,  and 
they  formed  Disabled  Peoples'  International.   It  offended 
Rehabilitation  International,  and  they  were  quite  angry  about  it, 
but  they  had  to  make  accommodation,  and  they  had  to  reach  some 
kind  of  compromise  with  Disabled  Peoples'  International. 
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Disabled  Peoples'  International  was  struggling  to  find 
funds,  and  also  Disabled  Peoples'  International  was  mostly 
interested  in  human  rights  and  civil  rights  issues,  whereas 
Rehabilitation  International  was  particularly  interested  in 
employment  and  health.   DPI,  Disabled  Peoples'  International, 
became  this  international  body  on  human  rights.   It  was  really 
quite  fascinating.   Ed  was  on  the  original  steering  committee,  and 
Ed  was  an  original  officer  of  Disabled  Peoples'  International. 

He  quickly  became  the  most  famous  disabled  person  in  the 
world.   It  may  be  in  part  being  American  and  most  of  the  world 
speaks  English.   His  message  was  almost  perfect  for  emerging  civil 
rights  awareness  among  disabled  people  in  other  countries.   Ed 
became  an  international  hero.   He'd  be  invited  to  Australia,  and 
he'd  knock  the  socks  off  them  when  he  went.   I  think  I  told  you 
before.   He  went  to  France,  and  he  met  [President  Francois] 
Mitterand.   They  were  trying  to  take  him  to  the  town  of  Nancy  by 
train,  and  he  couldn't  get  on  the  train  because  it  was 
inaccessible,  so  he  called  a  press  conference.   I  mean,  he  just 
did  things  like  that  wherever  he  went.   It  caused  a  lot  of 
awareness . 

You  need  to  know  that  in  1983  Ed  won  his  MacArthur  [John  D. 
and  Catherine  T.  MacArthur  Fellowship].   Ed  was  the  first  disabled 
person  to  ever  win  a  MacArthur.   The  MacArthurs  were  these 
extraordinary,  huge  fellowships  that  were  known  world-wide.   Every 
time  I  would  mention  Ed's  MacArthur- -you  know,  when  he  first  got 
it--he  would  present  it  as  or  WID  would  present  it  as  an  award  to 
all  of  us,  an  award  to  the  movement  because  Ed  was  the  leader  of 
our  movement . 

O'Hara:   Who  nominated  Ed  for  that? 

Leon:     There  were  lots  of  us.   It's  secret. 

O'Hara:   It  is  secret? 

Leon:     Our  understanding  is  that  Phil  Lee  was  a  nominator.   I  believe  he 
was,  or  at  least  he  was  a  conduit  to  a  nominator.   Nominators 
change  every  few  years.   The  process  was  that  they  would  collect 
files  on  people,  and  they  would  send  out  questionnaires  to  a 
selected  group  of  "referrers"  saying,  This  person  has  been 
recommended;  what  do  you  think?   Is  there  anyone  else  you'd 
recommend?  Depending  on  the  responses,  they'd  send  out  twenty 
more  and  twenty  more  and  twenty  more,  until  they  made  a  decision 
to  include  or  not  to  include. 

I  know  they  eventually  reached  me  and  asked  me  for  a 
recommendation.   I  wrote  a  recommendation,  and  I  sent  it  to  Phil 
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Lee,  and  I  sent  it  to  the  MacArthur  people.   The  case  that  I  made 
was,  you  know,  I  really  do  believe  that  Ed  single-handedly  caused 
independent  living  centers  to  develop  out  of  CIL.   I  know  that  he 
was  the  one  that  first  found  the  dollars  that  allowed  the  first 
programs  that  replicated  CIL  to  exist.   I  know  what  a  powerful 
role  he  played  in  drawing  national  attention  to  it. 

I  think  the  504  demonstration  had  a  big  role,  too,  because 
out  of  the  504  demonstration  came  the  congressional  hearings,  and 
then  the  hearings  led  to  a  federal  section  of  the  Rehab  Act  for 
independent  living  centers.   I  am  convinced  that  he  did  that,  and 
that  he  did  that  even  though  there  was  a  lot  of  resistance  to  him 
doing  it  and  that  he  may  have  actually  stretched  the  law  too  far 
to  do  it.   But  he  knew  it  was  important  to  do,  and  it  was  worth 
taking  the  chance. 


O'Hara:   You're  talking  he  "stretched  the  law.' 
he  used  the  money  for  California? 


The  1976  Rehab  Act,  where 


Leon:    Yes,  yes.   But  that's  the  way  you  do  it.   That's  what's  so 

fascinating  about  it.   It's  so  fascinating.   How  something  gets  to 
happen  or  gets  to  change.   It's  almost  an  accident  or  because 
somebody  interprets  something  in  a  way  that's  different  from  how 
someone  else  interpreted  the  same  body  of  legislation.   So  he 
interpreted  it  differently. 

But  anyway,  it  was  a  big  deal.   Also,  the  MacArthur  gave  Ed 
an  independent  income  for  five  years,  which  was  tremendously 
important  because  after  he  had  left  Rehab,  after  we  had  all  left 
Rehab,  he  stayed  in  Sacramento,  and  Judy  and  I  were  in  the  Bay 
Area.   We  were  starting  WID  and  he  was  working  with  us,  but  he  was 
in  Sacramento.   He  was  out  of  work.   He  was  really  in  financially 

difficult  straits. 

\ 

He  was  determined  to  do  what  he  wanted  to  do.   He  was 
determined  to  work  in  the  movement.   He  went  back  on  disability 
benefits.   It  was  really  very  difficult  for  him.   It  was  very  hard 
on  his  morale,  and  it  was  a  source  of  great  concern  that  we 
weren't  raising  enough  money  for  WID  right  away  to  be  able  to 
support  Ed.   But  we  weren't.   It  took  us  a  year  to  raise  the  money 
for  WID. 

O'Hara:   Is  that  the  origin  of  the  statement  I've  seen  more  than  once,  an 
article  that  he  took  this  MacArthur  money  and  used  it  to  start 
WID? 


Leon:    Well,  he  didn't.   Well,  he  used  the  MacArthur  money  to  support 

himself  while  he  worked  for  WID.   Yes,  yes,  he  certainly  did.   The 
MacArthur  gave  the  organization  of  his  choice  something  like 
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$15,000  a  year.   So  we  were  able  to  use  that  money  to  support  Ed. 
We  were  able  to  provide  him  with  an  AA  [administrative  assistant]. 
It  made  a  huge  difference.   Suddenly  he  could  come  to  the  Bay 
Area.   He  came  and  he  moved  in  with  Zona  [Roberts]. 

Also,  because  his  funding  was  all  his,  yes,  he  could  have 
used  the  money  to  build  a  retirement  fund.   He  didn't  use  a  penny 
of  it  for  that  purpose.   He  wasn't  dependent  on  any  of  our  funding 
for  what  he  would  do.   He  didn't  have  to  be  answerable  to  anyone, 
so  he  used  it  to  travel,  to  work  with  groups  in  other  countries  to 
support  these  kind  of  activities.   So  it  was  Ed  and  his  MacArthur 
that  was  really  WID's  international  arm  for  quite  some  time. 

Then  there  would  be  some  small  grants  that  would  come  from 
Japan  or  some  other  place  for  specific  projects  that  we  would  do. 
As  I  said,  we  got  Adolph  Ratzka  to  come  here.   We  had  a  small 
fellowship,  so  we  were  able  to  pay  him.   We  would  do  that  kind  of 
thing. 

At  the  same  time,  we  were  constantly  looking  for  sources  of 
funds  to  work  internationally.   There  really  wasn't  money—even 
when  we  found  the  international  funds,  like  the  foundations,  like 
Rockefeller  that  worked  internationally—they  didn't  work  in 
disability.   But  I  think  the  door  finally  opened  when  we 
identified  some  funds  from  [US] AID.   That's  the  United  States 
Agency  for  International  Development. 

Up  until  then,  the  work  done  internationally  in  disability 
was  certainly  not  done  with  the  support  of  the  United  States 
government.   There  was  a  famous  program  in  Mexico— it  was  like  a 
self-help  rehabilitation  program  in  rural  communities  in  Mexico— 
these  projects  were  developed  by  David  Werner  of  the  Hesperian 
Foundation,  an  organization  that  would  not  take  any  government 
dollars  because  these  dollars  were  thought  to  be  all  CIA-tied. 
There  was  a  lot  of  concern  that  the  federal  AID  money  was  really 
tied  to  ant i- communism,  CIA  agenda. 

Frankly,  as  far  as  I  know,  the  first  money  we  got  from  AID 
was  that  kind  of  money.   It  was  really  ironic.   You  know,  it  was 
during  the  time  when  there  was  a  whole  Contra-Sandinista  issue  in 
Latin  America. 

O'Hara:   Let's  see.   That  would  be  '85? 

Leon:    I  don't  really  remember.   There  were  groups  in  Berkeley  that  were 
working  with  the  Sandinistas,  and  there  were  people  with 
disabilities  actively  involved.   There  was  a  lot  of  disability 
occurring  in  Nicaragua  as  a  result  of  the  civil  war.   Finally,  at 
one  point,  the  United  States,  even  though  it  had  previously  been 
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supporting  the  Contras  so  heavily,  negotiated  a  ceasefire.  As 
part  of  that  ceasefire,  it  was  offering  AID  money  to  Nicaragua, 
and  asked  Nicaragua  what  it  wanted  the  money  for. 

The  country  said  it  wanted  some  of  the  money  to  help  deal 
with  all  the  war  wounded.   So  USAID  put  out  an  RFP  to  train 
Nicaraguan  government  workers  to  learn  how  to  rehabilitate  the 
people  who  were  disabled  as  a  result  of  the  war.  We  applied.   Of 
course,  we  didn't  quite  fit  the  RFP,  as  usual,  because  we  didn't 
want  to  do  what  the  RFP  wanted  to  do,  which  was  provide  medical 
rehab  assistance.  We  wanted  to  provide  independent  living 
assistance. 


We  wrote  a  proposal.   We  were  one  of  the  ones  that  was 
funded. 

O'Hara:   Did  you  write  the  proposal? 

Leon:     No,  no,  I  didn't.   Suzanne  Reier  wrote  the  proposal. 

O'Hara:   Did  you  find  the  RFP? 

Leon:     I  don't  even  think  I  found  the  RFP.   Judy  was  working  in  that 
area,  and  I  think  Judy  was  talking  to  the  folks  in  Washington. 
Suzanne  at  the  time  was  working  for  another  program  that  had  AID 
funding.   She  was  doing  a  lot  of  work  in  maternal  and  child 
health,  working  in  Africa  and  other  countries.   Prior  to  that  she 
had  worked  in  recreation  programs  for  disabled,  and  she  had  met 
us,  and  we  had  often  collaborated  a  little  or  talked  about  further 
collaboration. 

Oh,  I  know.   Prior  to  that,  we  did  have  a  grant  from  the 
feds  to  work  in  international.   It  was  just  another  case  like  the 
research  and  training  center.   The  National  Institute  on 
Disability  and  Rehabilitation  Research  had,  forever,  had  a  small 
grant  program  where  it  would  provide  funds  for  the  exchange  of 
information  and  experts  internationally  on  rehabilitation  issues. 

O'Hara:   Is  this  WID's  IDEAS  [International  Disability  Exchanges  and 
Studies  Project  2000]  Project? 

Leon:    Yes.   WID's  program  is  funded  out  of  the  pot  of  federal  money  that 
has  always  supported  the  World  Rehabilitation  Fund.   It  had  gone 
to  the  World  Rehabilitation  Fund  since  Harold  Rusk,  Jr.,  had 
started  the  World  Rehabilitation  Fund.   The  Rehabilitation  Fund 
had  used  the  money  to  send  people  on  study  tours,  like  $5,000  for 
a  study  tour,  and  come  back  and  present  a  paper.   We  had  gotten 
involved  in  those  papers  and  knew  the  people  who  were  writing 
those  papers. 


188 

When  it  came  up  for  renewal,  we  did  the  terribly  competitive 
thing  of  competing  with  them.   It  was  again,  you  know,  one  of 
those  situations  where  if  there  is  a  limited  amount  of  money  and 
you  want  part  of  it,  you  have  to,  so  to  speak,  go  park  in  the 
other  person's  lot. 

O'Hara:   [chuckling] 

Leon:    So  we  competed.   NIDRR  didn't  know  what  to  do,  and  this  time  they 
actually  split  the  award.   We  got  half  of  it,  and  the  World  Rehab 
Fund  got  the  other  half.   That  gave  us  the  money  to  start  an 
international  program.  We  hired  a  person,  Mark  Connolly,  who  had 
just  come  out  of  UC  Berkeley  graduate  school,  to  work  under  Judy's 
direction.   Judy  was  the  project  director.   It  was  as  part  of  that 
project  that  we  had  brought  in  Suzanne  Reier  to  do  some  work  for 
us,  and  we  were  very  impressed  with  her  systematic  approach  and 
her  ability  to  write  proposals  and  to  do  program  planning,  which 
we  really  didn't  have  much  of  a  handle  on. 

Suzanne  was  the  one  that  wrote  the  proposal  for  the 
Nicaragua  work.  We  got  that  grant  which  provided  funds  for  us  to 
send  Kathy  Martinez  to  Nicaragua,  and  then  we  brought  people  from 
Nicaragua  to  be  trained  in  the  United  States.   The  first  program 
grant  we  got  was  mostly  for  rehab  professionals,  and  we  found 
ourselves  training  rehab  counselors  from  Nicaragua.   It  wasn't 
really  what  we  wanted  to  do.   We  had  second  thoughts  about  whether 
we  wanted  to  go  after  this  kind  of  AID  money  because  it's 
available  in  other  countries,  too,  if  it  just  meant  that  we  were 
going  to  try  to  slightly  improve  the  existing  system. 

Another  RFP  came  out,  also  for  Nicaragua,  but  this  one  was 
to  work  with  the  Sandinistas,  and  the  Contras,  and  the  government. 
We  went  after  that,  and  we  got  that.   We  brought  those  people  up 
to  Berkeley  for  training.   That  was  an  entirely  different  group 
because  these  were  the  rebels  who  were  fighting,  and  many  of  them 
were  disabled  and  government  rehab  workers.   There  was  a  mixture 
of  the  two.   It  was  really  a  fascinating  process  for  us,  and  it 
was  very  exciting. 

O'Hara:   Did  you  have  any  hesitation  before  you  started  proposing  a  grant 
that  would  take  WID  outside  this  country,  into  a  war-torn  country 
especially?  Or  was  it  just  an  adventure? 

Leon:    Well,  we  did  propose  to  do  our  work  in  the  United  States  because 
there  wasn't  enough  funding  to  send  us  down  there. 

O'Hara:   Oh,  I  see. 
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Leon:    What  we  proposed  was  to  bring  them  here  and  to  show  them  the 
independent  living  movement  and  to  show  them  the  centers  for 
independent  living  and  to  try  to  get  them  to  set  up  those  kinds  of 
programs.   There  already  was  a  group  of  disabled  people  in  the 
Berkeley  area  that  were  working  in  Nicaragua.   You  know,  this 
community  here  has  been  very  supportive  and  very  involved  in 
Central  America.  As  usual,  there  were  people  in  WID  who  were  very 
interested  in  the  whole  situation  over  there  and  anxious  to  do 
something  about  it. 

We  actually  saw  it  as  an  opportunity  to  make  something  good 
out  of  something  that  was  terrible.   That's  why  I  said  it  was 
ironic  that  it  was  the  Reagan  administration—or  the  Bush--I  might 
be  wrong.   I  thought  it  was  the  Reagan  administration. 

O'Hara:   It  must  have  been  Reagan  if  this  is  in  '88. 

Leon:     Yes.   That  created  the  whole  problem,  that  had  a  tremendous  role 
in  supporting  the  civil  war,  that  was  providing  the  money  for  us 
to  go  in  there  and  try  to  organize  the  disabled  people,  to  make 
them  more  vocal  and  to  speak  about  their  own  needs.   So  it  was  a 
strange  opportunity.   It  did  lead  us  to  question  who  we  wanted  to 
work  with,  and  we  decided  we  would  not  go  after  any  more  proposals 
where  we  were  simply  training  rehabilitation  professionals  or 
health  professionals.   We  just  didn't  want  to  do  it. 

It  was  shortly  after  that  that  Glasnost  occurred  and 
opportunities  opened  in  the  Soviet  Union.  AID  for  the  first  time 
was  putting  money  into  the  development  of  democracy,  democratic 
systems  in  Russia.   We  decided  to  try  and  go  after  that  money.   I 
was  working  with  Suzanne  at  that  time  on  looking  for  money- -our 
strategy  was  to  look  for  money  that  didn't  have  the  word 
"disability"  in  it—where  we  could  make  the  case  that  you  had  to 
have  one  grant  that  focused  on  disability  out  of  twenty,  say. 

We  were  really  trying  to  broaden  the  range  of  RFPs  we  could 
go  after  by  doing  that.   So  I  was  really  looking  in  all  kinds  of 
generic  programs  to  see  if  there  was  something  where  we  could  find 
a  niche  or  we  could  make  an  argument.  We  were  able  to  make  this 
argument  in  Russia  that  disabled  people—well,  the  service  system 
in  Russia  for  disabled  people  was  perfectly  horrible.  We  had  heard 
vaguely  that  a  new  disability  organization  had  formed  with  the 
breakup  of  the  Soviet  Union.   It  was  called  the  All  Russia  Society 
of  the  Disabled  (ARSD) .   It  had  been  an  effort  to  bring  together 
all  these  little  programs  for  disabled  people  that  had  been  in  the 
state-supported  industrial  system,  you  know,  where  there  was  a 
requirement  for  hiring  disabled  people,  into  one  program. 
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The  history  of  ARSD,  the  All  Russia  Society  of  the  Disabled, 
is  a  fascinating  story  in  itself,  and  I  really  can't  tell  it  to 
you  except  that  there  was  this  huge  organization  of  several 
thousand  little  cells  of  disabled  people  in  different  communities 
throughout  Russia  that  were  somehow  affiliated.   They  were  given  a 
number  of  businesses  for  their  support,  and  they  were  supposed  to 
provide  services  for  disabled  people,  rather  than  having  a  big 
government  funded--. 

O'Hara:   You  mean  the  people  that  ran  the  businesses? 

Leon:    They  didn't  run  the  businesses;  they  had  control  of  them.   So  they 
owned  the  businesses.   Didn't  run  them.   Many  of  them  were 
businesses  that  made  absolutely  no  profit.   But  the  Russian  system 
is  so  different  from  this  system.   Workers  were  organized  into 
businesses  and  collectives.   They  had  things  they  produced  or 
things  they  did.  Whether  or  not  it  was  profitable  to  do  it.   They 
just  were  doing  it. 

We  proposed  to  work  with  this  organization.   The  feds  were 
looking  for  spreading  democracy  and  developing  capitalistic 
enterprise . 

O'Hara:   How  did  you  know  about  the  All  Russia  Society  of  the  Disabled? 

Leon:     People  had  heard  about  it.   Now,  I  really  am  not  sure.   It  may 
have  been- -there  were  rumors  about  it,  or  someone  you  talked  to 
from  another  country  would  say  they  had  met  up  with  somebody- - 

O'Hara:   Had  any  of  the  Russians  been  here? 

Leon:     Not  at  that  time,  no.   I  remember  Bruce  [Curtis]  trying  to  reach 
them,  and  that  I  was  really  upset  that  we  were  writing  this 
proposal  and  we  didn't  have  a  word  from  them,  and  we  didn't  even 
know  who  they  were.   Right  before  [chuckling]  we  were  to  put  the 
proposal  in,  we  got  a  letter  from  them.   It  was  hardly 
understandable  but  that  they  were  willing  to  work  with  us.   We 
didn't  know  what  they  were  or  who  they  were.   But  we  had  written 
this  proposal  about  disability  and  what  happens  to  disabled  people 
in  Russia. 

There  were  some  people  who  lived  in  Berkeley  whose  name  I-- 
the  Dunns--!  forget  their  first  name.   There  was  a  husband  and 
wife.   They're  both  severely  disabled.   They  both  have  Ph.D.s  in 
Russian  studies.   They  had  been  in  contact  with  the  people  in 
Russia  for  a  long  time.  They  were  part  of  our  network,  and  we 
would  talk  to  them.   We  would  hear  about  it  from  other  people  in 
the  network  and  in  the  Scandinavian  countries  because  they  were 
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O'Hara: 
Leon: 


closer  to  Russia  than  we  were,  from  Disabled  Peoples' 
International. 

There  was  a  whole  network  of  people  that  would  talk  to  one 
another  about  interests  in  other  countries.   It's  just  like  we 
found  all  kinds  of  people  in  Palestine  when  we  were  writing  a 
proposal  to  work  there.   It  was  like  you  didn't  know  what  you  were 
finding;  you  didn't  know  what  their  politics  were,  but  anyway,  we 
found  enough  on  the  ARSD  to  get  the  first  proposal,  and  then  we 
were  able  to  get  more  proposals. 

But  anyway,  it  enabled  us  to  start  five  years  of  work  in 
Russia. 

I  think  we  have  reached  the  end  of  this  tape. 
Okay. 


WID  Collaboration  with  the  All  Russia  Society  of  the  Disabled  and 
Other  International  Groups 

[Interview  8:  April  16,  1998)  ## 


O'Hara:   You  were  on  the  edge  of  talking  about  what  WID  did  in  Russia.   The 
funding  had  been  secured.  Who  actually  went  to  Russia?  Was  that 
how  it  started? 

Leon:     Bruce  Curtis  was  the  first  person  we  sent  to  Russia.   As  I  said, 
we  knew  very  little  about  the  All  Russia  Society  of  the  Disabled 
except  that  we  had  heard  that  it  existed,  and  Bruce  had  sent  them 
a  fax  before  we  submitted  the  proposal  and  gotten  back  what  I 
considered  a  cryptic  response,  saying  they'd  be  happy  to 
collaborate  with  us,  but  very  little  else.   It  seemed  quite 
fantastic  to  me  that  there  would  be  such  a  large  organization  that 
was  newly  formed  and  represented  all  disabled  people  in  Russia. 

After  we  got  the  grant,  Bruce  went  for  an  exploratory  visit. 
It  was  very  exciting  because  we  had  all  these  ideas  about  Russia 
being  a  closed  society,  and  it  was  wintertime  and  how  cold  it 
would  be  and  how  inaccessible  it  would  be  and  how  people  might  not 
speak  English  and  all  that.   But  Bruce  went  to  meet  with  the  heads 
of  the  All  Russia  Society  and  to  plan  with  them  a  program.   We  had 
gotten  the  grant  to  help  the  All  Russia  Society  I  think  it  was 
with  business  development  and  democratic  principles. 
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As  I  said  before,  it  was  an  AID  grant  that  was  certainly  not 
focused  on  disability  but  was  supposed  to  spread  greater 
understanding  of  democracy  and  capitalism  in  the  new  Russian 
states.   We  were  the  only  grant  to  work  with  the  disability 
organization.   What  we  had  heard  was  that  this  All  Russia  Society 
of  the  Disabled  had  been  formed  at  the  breakup  of  the  Soviet  Union 
and  had  been  given  a  number  of  businesses,  industries  which  it 
managed  and  which  it  owned  and  that  many  of  them  employed  disabled 
people. 

Suzanne  Reier  was  head  of  the  international  division  and  she 
had  a  very  strong  background  internationally  in  training.   Suzanne 
developed  a  plan  for  the  grant  where  we  would  identify  with  the 
All  Russia  Society  what  they  wanted  to  learn,  and  then  we'd  set  up 
a  training  program  to  teach  them.   Most  of  WID's  people—Bruce  and 
Ed  and  others--really  wanted  to  go  over  there  and  spread  the 
independent  living  concept.   They  didn't  want  to  go  over  and  train 
on  specific  things.   But  this  grant  was  for  the  purpose  of 
training,  and  Suzanne  was  determined  that  it  would  be  conducted 
like  a  real  training  grant. 

But  it  quickly  evolved  into  something  that  had  dual 
purposes:  to  communicate  the  concepts  of  independent  living  and 
the  experiences  of  the  United  States  to  encourage  the  disabled 
people  in  Russia,  and  also  to  respond  to  their  training  needs. 
The  training  needs  turned  out  to  be  assistance  with  how  to  manage, 
how  to  identify  leaders,  how  to  train  people  to  be  trainers,  and 
how  to  train  the  branches  of  the  All  Russia  Society  which  were  in 
every  city,  in  how  to  represent  disabled  people. 

We  brought  in  an  expert  on  management  training,  Dale 
Flowers,  who  was  with  the  Western  Consortium  of  Public  Health.   We 
developed  a  management  training  seminar  or  a  series  of  seminars 
and  trained  members  of  the  ARSD  in  how  to  be  trainers  in  their  own 
regions  on  these  topics.   We  also  hired  someone  to  go  in  and  do  an 
assessment  of  the  businesses  and  what  their  business  needs  were. 

In  conjunction  with  that,  we  did  a  lot  of  our  advocacy 
sharing  and  stuff.   We  also  gradually  built  in  a  unit  that  was 
dealing  with  PR,  publicity.   It  was  quite  a  foreign  concept  to  the 
Russians  we  were  dealing  with  that  an  organization  would  try  to 
shape  public  opinion  about  disability  through  the  media.   The 
other  foreign  concept  was  that  an  organization  would  seek  to 
influence  public  policy  and  politicians. 

There  seemed  to  have  been  a  very  definite  split  between 
politicians  who  ran  the  government  and  people  in  Russian  society. 
There  didn't  seem  to  be  very  many  organizations  in  existence.   In 
fact,  apparently  they  were  mostly  forbidden.  There  just  was  no 
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history  of  people  organizing  to  represent  themselves.   People 
didn't  feel  that  public  officials  represented  them. 

So  there  was  quite  a  curiosity  and  a  difficulty  on  their 
part  in  understanding  what  in  the  world  we  were  talking  about  when 
we  said  that  we  influence  public  policy  and  that  that  was  the  most 
important  thing  that  we  did,  was  to  change  public  policy. 

We  set  up  an  office  in  Moscow,  and  every  couple  of  months  a 
group  of  people  from  WID  would  go  over  to  do  the  seminars.   We 
would  take  disability  experts  from  the  United  States  over  there. 
Mary  Lou  Breslin  went. 

Ed  went.   Ed  had  the  strongest  impact  of,  1  think,  any  of 
the  people  we  sent  over.   Just  as  Ed  had  done  before  in  other 
countries,  Ed  arrived  in  Russia  and  was  an  immediate  star.   He  was 
just  revered  and  wondered  about  and  interviewed.   No  one  would 
have  a  tenth  of  the  impact  that  Ed  would  have,  for  some  reason. 
It  wasn't  the  electric  wheelchair  [chuckling]. 

But  anyway,  Ed  would  address  the  All  Russia  Society.   When 
we  started  to  do  the  management  training,  one  of  the  issues  or 
conflicts  that  immediately  became  apparent  was  the  message  we  were 
determined  to  bring  over  there  about  individual  empowerment  and 
how  unaccustomed  they  were  to  hearing  that.   We  had  come  to  train 
in  an  approach  to  management  that  they  were  relatively 
uncomfortable  with. 

It  was  an  approach  to  management  that's  very  popular  and 
common  here  in  the  United  States  of  utilizing  teams,  bottom-up 
information,  and  training  new  leaders.   You  know,  focusing  on 
training  new  leaders  to  come  up  behind  existing  leaders.   Consumer 
input.   I  guess  it's  a  lot  about  participation  with  the  workers  or 
the  members  and  the  management  in  the  decision  making. 

I  went  over  for  one  of  the  trainings.   I  was  really 
impressed  with  the  process  that  we  would  see  the  Russian 
counterparts  going  through  as  they  would  argue  about  who  was  to  be 
trained  and  who  made  what  decisions.   They  decided  they  wanted  to 
set  up  an  in-service  training  program,  and  that  the  All  Russia 
Society  would  develop  an  institute  where  they  would  train  people 
throughout  all  the  regions  in  certain  topics.   It  would  be  like 
in-service  training.   It's  a  very  nice  idea. 

One  topic  was  legislative  issues,  there  were  a  number  of 
issues  that  they  were  going  to  train.   I  was  there  for  the  session 
when  we  were  talking  about  who  would  be  trained  and  what  issues, 
what  subjects  would  they  be  trained  about.   They  were  arguing 
among  themselves  about  who  would  select  the  people  to  go  to  be 


194 

trained.   The  people  who  were  at  the  training  were  the  secretaries 
of  the  branches  in  several  different  regions.   They  would  start 
out  by  talking  about  how  they  would  know  who  needed  the  training, 
and  they  would  pick;  and  they  knew  what  kind  of  training  people 
needed  because  they  evaluated  people  and  all  that. 

You  could  see  them  slowly  getting  the  idea  of  participatory 
management.   Dale  Flowers,  the  trainer,  was  very  effective  in 
coaxing  them  to  see  how  important  it  was  to  learn  from  the  people 
in  the  field  and  learn  from  the  rank  and  file.   One  of  the  guys 
was  saying,  "Just  like  Dale  Flowers  comes  here  and  he's  an  expert, 
and  these  people  from  WID  come  here  and  they're  the  experts.   They 
come  here  and  they  don't  tell  us  what  to  do.   They  ask  us  what  we 
want  to  do  and  what  will  help  them.  We  have  to  do  that  in  our 
regions."   It  was  fascinating. 

I  think  the  experience  was  one  that  we  learned  a  great  deal 
from.   As  I  was  thinking  about  what  did  WID  accomplish,  in  my 
mind- -I  think  that  WID  learned  a  tremendous  amount  about  how  to 
share  information,  how  to  train  in  another  country,  that  we  didn't 
know  when  we  took  on  the  task.   No  matter  how  collaborative  WID 
and  the  people  who  represent  WID  sounded,  there  has  been  a  deep 
and  strong  feeling  that  we  knew  what  the  answers  were,  and  we  knew 
what  other  people  had  to  do.   When  we  got  to  Russia,  there  was 
nothing  we  could  do  with  that  knowledge  because  they  just  didn't 
know  what  we  were  talking  about.   They  didn't  understand  us.   It 
was  really  fascinating  to  learn  how  to  communicate.   I  think  that 
our  people  got  a  great  deal  out  of  it. 

I  think  that  the  Russians  also  slowly  developed  a  sense  that 
we  were  real  collaborators,  that  we  weren't,  you  know,  just 
educators  telling  them  what  to  do.  An  opportunity  came  up  to 
apply  for  a  grant  to  bring  a  portion  of  the  people  we  had  trained 
to  the  United  States  for  six  weeks,  I  think,  and  we  applied  for 
that  grant,  and  we  brought  about  twenty  of  them  here.   We  tried  to 
expose  them  to  independent  living  United  States  style.   We  all 
enjoyed  it  enormously  and  believed  that  it  had  a  great  impact  on 
them.   I  think  it  certainly  enhanced  their  understanding  about 
what  was  possible  for  them  to  do  in  Russia.   I  think  it  was  a  good 
experience . 

O'Hara:   What  was  the  experience?  What  did  they  do? 

Leon:    Well,  we  held  seminars  here  around  the  various  laws  and  American 
programs.   We  did  seminars  on  in-home  supportive  services, 
attendant  care  in  the  United  States,  and  on  the  Civil  Rights  Act. 
We  spent,  as  I  said,  quite  a  bit  of  time  with  the  Center  for 
Independent  Living  and  other  independent  living  programs.   We  took 
them  to  see  democracy  in  action.   We  went  to  Sacramento  and  to  the 
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legislature  and  did  that  kind  of  thing,  and  we  did  quite  a  bit  of 
accessible  transit  stuff  and  seeing  what  travel  is  like. 

I  can't  remember  whether  that  was  a  visit  where  they  also 
went  to  Washington.   I  believe  they  may  have  gone  to  Washington. 

O'Hara:   I  remember  hearing  how  excited  some  of  the  people  were  when  they 
were  able  to  rent  scooters. 

Leon:    That's  right.   They  rented  scooters. 

O'Hara:   And  experienced  curb  ramps  and  easy  traveling? 

Leon:    Yes,  yes,  yes.   I  think  around  the  time  of  the  Russians,  we  also 

had  a  number  of  training  programs  where  we  were  bringing  people  up 
from  South  America,  from  Nicaragua.   All  these  were  pretty  much 
the  same.   We  were  teaching  them  about  rehabilitation  and  about 
independent  living  by  showing  them  the  programs  and  then  trying  to 
do  seminars  that  would  explain  how  it's  done  in  the  United  States. 

But  that  could  quickly  get  too  technical  for  their  purposes, 
and  it  was  really  trying—we  were  trying  to  be  as  experiential  as 
we  could  in  terms  of—and  still  conform  to  the  demands  of  the 
grants.   Because  the  grants  wanted  them  to  learn  about  employment 
and  business  development  and  things  like  that.   That  was  a  little 
harder  to  demonstrate  in  a  way  that  was  readily  translatable  to 
what  their  experiences  were. 

The  program  in  Russia.   There  were  some,  I  thought, 
extraordinary  outcomes.   They  really  did  train  some  disabled 
people  to  be  trainers  in  several  regions,  and  they  trained  them, 
as  I  said,  in  advocacy  and  legislative  advocacy,  in  media 
relations,  and  they  may  even  have  trained  them  in  business  plan 
development,  but  I  didn't  know  as  much  about  that.   We  did  this 
analysis  of  their  businesses,  and  we  brought  some  experts  to  talk 
to  them  about  business  plan  development  and  that  kind  of  thing. 

Their  businesses  were  all  over  the  map  in  terms  of  being- 
some  of  them  were  just  about  defunct—most  of  them  had  old 
products  that  they  were  having  difficulty  selling.   Everybody  was 
entrepreneurial;  everybody  that  we  met  was  looking  for  some  way  to 
make  money  with  some  business  idea.   They  had  these  factories  or 
these  businesses  where  people  would  be  paid,  and  there  was 
question  about  what  work  they  did. 

I  know  there  was  one  factory  where  they  had  a  number  of 
disabled  people,  and  they  were  making  pillows  and  other  things. 
They  were  making  tchotchkes;  they  were  making  souvenirs.   They 
weren't  even  especially  good  souvenirs.   They  had  a  long  way  to 
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go,  and  there  was  a  lot  of  concern  about  whether  the  businesses 
would  survive  and  what  would  happen. 

But  the  more  interesting  work  to  all  of  us  was  the  work  in 
policy.   The  All  Russia  Society  decided  it  wanted  to  write  its 
equivalent  of  an  ADA.   We  provided  assistance  to  them  in  doing 
that.   They  did,  except  it  was  hard  for  us  to  understand  that 
Russia  is  not  really  a  country  ruled  by  laws  or  that  Russia  might 
have  conflicting  laws  on  the  book  or  that  judges  and  tribunals 
have  so  much  discretion  to  implement  a  law  or  to  ignore  a  law. 
People  have  so  little  recourse.   You  know,  you  can't  appeal,  and 
that  sort  of  thing. 

It  was  very  hard  for  us  to  understand  that  people  wouldn't 
be  protected  more  by  a  disability  act.   But  they  did  get  a 
disability  act  passed  by  the  Duma,  but  it  seemed  like  it  would  be 
a  long  time  before  that  would  have  very  much  of  an  effect. 
Moscow  and  the  other  cities  were  appallingly  inaccessible.   There 
was  so  much  infrastructure  decay  that  the  likelihood  that  they 
would  get  to  ramps  was  very  slim.   The  buses  were  so  old,  the 
likelihood  that  the  buses  and  other  public  transit  would  ever  be 
changed  over  was  slim. 

We  didn't  see  severely  disabled  people.   The  assumption  was 
that  they  didn't  exist,  that  they  had  died  or  they  were  in 
hospitals  somewhere.   Pam  [Mendelsohn]  and  some  others  got 
involved  with  disabled  kids  and  went  to  some  orphanages  and 
hospitals  and  were  appalled,  absolutely  appalled  at  some  of  the 
conditions . 

But  basically  we  concluded  that  life  is  very  hard  on  someone 
with  a  disability  and  that  your  lifespan  was  probably  a  great  deal 
shorter  in  the  Soviet  Union  than  here. 

The  media  relations  work  was  one  of  the  most  successful 
aspects  of  our  work  in  Russia.   It  attracted  the  attention  of 
members  of  Congress  and  a  report  on  our  media  work  was  published 
in  the  Congressional  Record.   This  helped  us  gain  two  more  grants. 
For  international  work,  the  feds  often  gave  large  multimillion- 
dollar  grants  to  organizations  in  Washington  which  then  gave  out 
smaller  grants.   We  got  a  total  of  $1.5  million.   The  funds  came 
from  these  other  organizations,  and  these  other  organizations 
would  then  manage  the  grants  and  oversee  them  and  then  report  to 
the  feds. 

These  grants  went  very  well  and  the  overseeing  organization 
identified  our  work  in  media  relations  as  being  really 
extraordinarily  successful  and  one  of  their  greatest  success 
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O'Hara: 
Leon: 


O'Hara: 


Leon: 


stories.   They  actually  contracted  with  us  to  do  additional  media 
training  with  other  groups  that  had  gotten  AID  funding. 

You  mean  other  American  groups? 

Other  groups  working  in  Russia.   Pam  got  involved  in  giving 
seminars  on  media  relations.   In  the  Impacts  that  were  published, 
there  are  a  number  of  articles  about  the  effectiveness  of  the 
media  stuff.   But  it  was  an  exciting  activity  because  it  was  so 
easy,  so  doable.   I  mean,  it  was  easy  to  train  someone  on  how  to 
do  media  relations,  and  the  whole  media  was  just  opening  up  in 
Russia.   There  were  new  newspapers—you  know,  there  was  something 
called  InterNews.   Like  news  networks,  like  Associated  Press,  the 
equivalent  of  that  in  Russia.   So  certainly  there  were  lots  of 
opportunities  for  media  coverage,  and  the  groups  were  finding  that 
they  could  succeed.   So  it  was  a  nice,  successful  activity. 

We  decided  that  we  had  had  a  really  important  impact  on  the 
disability  organization,  ARSD,  and  the  other  organizations  that  we 
began  to  meet.   We  slowly  realized  that  there  were  other 
organizations  serving  the  disabled  in  Russia  that  we  hadn't  known 
about.   There  was  an  organization  in  Siberia  for  disabled  women, 
and  there  were  other  organizations.   But  that  they  really  had 
absorbed  the  message  of  empowerment  and  self-help.   We  figured 
that  at  least  the  leadership  would  never  go  back  to  being  as 
oppressed  and  silent  and  isolated  as  they  were  before. 

I  remember  when  Ed  came  back  from  one  of  his  trips  that  he  said 
that  the  Russians  had  a  lot  to  teach  the  American  disabled  about 
business.   Did  you  find  that  to  be  true? 

Well,  they  were  involved  in  doing  business.   They  were 
entrepreneurially-minded.   Well,  you  s^e,  the  people  that  Ed  met 
and  the  people  that  I  met  were  disabled,  but  they  were  part  of 
this  new  wave  of  people  in  Russia  that  suddenly  saw  these 
entrepreneurial  opportunities  opening  up.   Everybody  was 
interested  in  developing  a  business,  doing  something. 

You  have  to  understand,  too,  that  their  traditional  sources 
of  income  were  drying  up.   Some  of  them  were  professors  and  they 
weren't  getting  paid  by  their  university,  or  they  were  working  in 
industries  where  they  may  not  get  paid,  and  there  were  people 
getting  rich.   There  was  a  lot  of  curiosity  about  capitalism. 
Everybody  talked  to  me  about  export-import  businesses.   Everybody 
talked  about  deals  with  American  companies  coming  over. 


O'Hara: 


How  would  you  compare  it  to  the  American  disabled  population? 
interest  in  capitalism  and  entrepreneurial  concerns. 


The 
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Leon:    It  was  really  diametrically  different  because  the  American 
disabled  population—we  really  seemed  to  be  sluggish  in 
comparison.   There  is  this  growing  understanding  that  in  the  U.S. 
it  has  a  lot  to  do  with  the  nature  of  disability  benefits,  that 
disabled  people,  at  least  severely  disabled  people  in  the  United 
States  are  paid  to  do  nothing,  whereas  in  Russia  your  future  was 
dependent  on  your  ingenuity,  so  people  were  showing  ingenuity. 

Not  that  disabled  people  weren't  showing  ingenuity  here,  but 
they  were  like  the  leaders  of  the  independent  living  movement.   We 
were  aware  that  there  were  a  lot  of  people  who  were  essentially 
pretty  quiescent,  pretty  non-assertive,  non-ambitious.   How  many 
people  did  we  see  in  Russia?   Fifty?  A  hundred?   Two  hundred? 

O'Hara:   You  saw  leaders. 

Leon:    Yes,  yes,  yes.   They  were  leaders.   They  were  not  leaders  who  had 
organized  people,  but  they  were  leaders.   They  were  people  who 
actually  had  the  better  jobs.   We  met  a  lot  of  college  graduates, 
mathematicians  that  were  disabled,  people  who  were  in  positions  of 
responsibility  or  power.   They  weren't  organizers.   They  weren't 
leaders  because  they  were  organizers.   But  they  were  the  upper 
level  in  terms  of  being  productive. 

O'Hara:   Were  the  causes  of  disability  among  the  people  you  saw  similar  to 
those  here  in  the  United  States? 


Leon: 


O'Hara: 


No,  no.   Many  of  the  people  that  we  saw  had  chronic  illnesses,  and 
there  were  many  war-injured.   There  were  amputees,  there  were 
people  who  had  heart  conditions,  people  who  had  lost  a  lung,  they 
were  more  invisible  disabilities.   You  know,  in  the  United  States, 
the  movement  has  been  dominated  by  people  in  wheelchairs.   You 
didn't  see  very  many  wheelchairs  at  all  in  Russia.   Lots  of 
crutches,  but  you  didn't  see  very  many  wheelchairs.   It  was  hard 
to  be  in  a  wheelchair  in  Russia.   You  didn't  get  very  far. 


I  understand  that  WID  had  an  office  in  Moscow? 
that? 


Can  you  describe 


Leon:    We  first  tried  to  look  for  a  disabled  person,  and  we  couldn't  find 
one  to  lead  the  office.   We  thought  that  maybe  we  could  hire 
someone  from  the  All  Russia  Society,  but  we  needed  someone  that 
could  manage  an  American  grant  over  there,  too,  so  we  needed 
someone  that  could  relate  to  the  feds.   We  wound  up  hiring  an  ex 
pat,  an  expatriate,  a  woman  who  had  gone  to  the  Soviet  Union  I 
think  about  eight  or  nine  years  before  and  spoke  fluent  Russian. 
A  young  woman  who  has  made  her  home  there  and  who  had  worked  for 
other  NGOs,  which  is  their  non-governmental  organizations.   I'm 
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not  sure  I  remember  which  one  she  had  worked  for  before, 
there's  a  very  small  American  community  over  there. 


But 


She  hired  a  staff  of,  I  think  there  were  three  disabled 
people  who  worked  under  her.   They  managed  the  grant,  and  they 
organized  the  training.  We  would  hold  our  training  in  sanatoriums 
or  rest  facilities.   There  were  quite  a  few  in  the  Soviet  Union  of 
these  facilities  that  were,  like,  recreational  and  rest  facilities 
that  would  be  vacation  sites  for  government  workers  or  people  who 
worked  for  government-controlled  industries.   Some  of  them  would 
have  a  medical  overlay  to  them. 


O'Hara:   So  this  is  where  disabled  people  lived? 

Leon:     No,  no.   This  is  where  you'd  go  for  all  kinds  of  meetings, 
is  where  [Russian  President  Boris]  Yeltsin  would  go  for  a 
vacation. 


This 


O'Hara:   How  long  did  the  office  exist? 

Leon:    Well,  the  office  still  exists.   Actually,  it  has  become  its  own 
nonprofit,  and  we  still  work  with  it.  We  wanted  the  office  to 
look  for  other  funding  opportunities  in  Russia  so  that  we  could 
continue  our  work  beyond  the  grant.   The  grant  was  only  for--I 
can't  remember.   Someone  else  will  have  to  tell  you  how  long  it 
was  for.   I  think  we  worked  there  a  total  of  three  years,  but  I'd 
have  to  check.   When  I  was  over  there,  I  went  to  visit  the  people 
from  the  MacArthur  Foundation  and  some  of  the  other  foundations. 


O'Hara:   In  Russia? 

Leon:     In  Russia.   They  were  just  beginning.   They  weren't  giving  much  in 
the  way  of  money,  but  they  were  just  beginning.   They  weren't 
particularly  interested  in  disability.   There  was  a  program 
officer  from  Ford  [Foundation]  who  was  there,  who  I  didn't  get  to 
see.   I  know  that  the  Moscow  office  saw  him  at  another  time.   So 
we  went  to  visit  some  foundations  to  talk  about  what  WID  was 
doing.   The  desire  was  to  see  if  we  could  develop  other  funding  so 
we  could  continue  to  work  because  there  was  plenty  of  work  to  do 
with  the  Russian  disability  organizations. 

The  foundations  were  very  interested  in  giving  their  money 
in  Russia  to  Russians.   They  didn't  want  to  give  their  money  to 
Americans  who  were  earning  American  rates  of  pay.   The  Russians 
were  paid  10  percent  of  what  we  were  paid.   But  we  were  hoping 
that  the  office  would  continue  to  survive  and  become  an  NGO  there. 
Which  it  has  done. 
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O'Hara:   What  does  it  do  now? 

Leon:     It  has  a  new  grant  for  doing  some  training,  working  with  the  All 
Russia  Society  and  working  with  another  organization,  so  it's 
continuing  to  do  the  same  kind  of  work.   There's  a  huge  need  for 
training,  information- sharing. 

O'Hara:   Are  there  any  WID  staff  that  continue  to  work  there? 

Leon:    Denise  Roza,  the  one  we  hired,  who  ran  it  when  it  was  part  of  WID, 
is  still  there  and  still  running  it.   She  was  paid  for  by  WID,  so 
she  was  a  WID  staff  person.   The  other  three  Russians  were  also 
paid  by  WID,  so  they  were  WID  staff  people.   They're  still 
continuing,  more  or  less.   It  has  become  its  own  nonprofit.   It 
has  separated  from  WID.   But  it  collaborates  with  WID. 

It  has  brought  Bruce  over.   Bruce  was  the  head  of  our 
project,  so  it  has  brought  Bruce  over  again.   I  really  am  not  sure 
whether  it  has  brought  other  people  or  not.   Pam.   Para  went  over 
to  do  public  media  stuff.   One  of  the  things  that  Bruce  brought 
with  him  was  a  personal  interest  in  dance,  wheelchair  dance.   I 
know  one  of  the  recent  opportunities  he  got  was  that  the  Russian 
office  invited  him  over  with  another  dancer,  and  he  was  performing 
wheelchair  dance  over  there.   As  you  would  expect,  that  has  been 
one  of  the  charming  expressions  of  creativity  and  possibility  that 
we  brought  over  there.   You  can  be  disabled  and  in  a  wheelchair, 
but  you  can  still  dance.   You  know,  that  kind  of  thing. 

I  don't  know  if  I  told  you  last  time  that  one  of  the  things 
that  Pam  did  was  that  she  got  the  company  that  had  the 
international  distribution  rights  for  the  video  series  that  WNET 
did. 


O'Hara: 
Leon: 


O'Hara: 
Leon: 

O'Hara: 


Is  that  People  in  Motion? 

People  in  Motion.   She  got  the  company  that  had  the  international 
rights  —  it  was  a  British  company—to  dub  the  segment  on  Ed  into 
Russian.   She  was  over  in  Russia  when  the  segment  on  Ed  was  aired 
on  TV.   It  was  enormously  popular  [laughing].  Another  example. 

It  was  aired  on  television? 

Yes,  yes,  yes.   It  was  just  another,  it  was  just  another  really 
charming  way  of  communicating  independent  living  concepts. 


How  did  Ed  become  a  hero  overnight  in  Russia? 
did  that? 


What  was  it  that 
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Leon:    I  don't  really  remember.   He  was  the  first  person  to  go  over  from 
our  group  in  an  electric  wheelchair.   He  wasn't  the  only  person. 
Mary  Lou  went  over  in  an  electric  wheelchair.   1  guess  Jeannette 
Harvey  had  a  push  chair.   He  went  over  very  early.   I  think  it  was 
the  second  group  from  WID  that  went  over.   Bruce  went  the  first 
time,  and  I  think  in  the  second  WID  there  was  a  group  of  people 
that  went  over,  and  Ed  went. 

We  were  still,  then,  meeting  people.   The  head  of  the  ARSD 
was  very  close  with  one  of  the  representatives  in  the  Duma,  so 
there  was  a  big  effort  to  introduce  the  president  of  the  United 
States'  organization  to  influential  people,  as  far  as  we  could 
influence  people  in  Moscow.   So  there  was  a  push  to  introduce  Ed 
to  all  these  groups,  which,  in  contrast,  didn't  happen  at  all  when 
I  was  there.   You  know,  I  was  there  as  a  worker. 

It  was  so  terribly  inaccessible,  and  he  had  such  a  terrible 
time  getting  about  that  it  caused  a  lot  of  commotion.   I  think 
that  the  people  in  the  ARSD  were  very  impressed  by  him.   I  don't 
know  what  else  there  was.   The  other  things  might  be  just  stories 
that  came  back.   I  know  they  went  to  a  religious  shrine.   An  old 
lady  came  up  and  asked  Ed  if  she  could  bless  him  and  cure  him  and 
all  this  sort  of  stuff.   Ed  told  her  he  didn't  need  to  be  cured, 
you  know. 

There  were  people  that  would  gather  around  him.   We  all 
traveled  all  the  time  with  interpreters  when  we  were  there.   So  he 
would  talk  to  people  in  the  street,  or  he'd  talk  to  people  at  the 
shrine,  and  the  interpreter.   People  would  gather  round  and  he 
would  talk.   You  know,  Ed  was  very  outgoing.   He  liked  to  do  that. 
So  that  would  be  the  kind  of  thing. 

O'Hara:   What  were  you  doing  in  Russia? 

Leon:     Well,  I  went  as  part  of  one  of  the  series  of  training.   I  was 

participating  in  the  training  on  management  development.   I  went 
to  work  with  the  woman  who  ran  our  office  and  to  meet  with  some  of 
the  foundation  people.   Also  I  went  to  get  a  better  sense  of  what 
it  was  we  were  doing  there  so  that  I  could  raise  funds  at  home. 
It  was  really  a  calculated  effort  on  the  part  of  the  staff  to  get 
me  over  there  so  that  I  could  sell  the  program  better  when  I  got 
back.   And  it  really  was  true.   It  made  a  huge  difference. 

O'Hara:   Were  you  able  to  get  more  funding? 

Leon:    Well,  actually,  we  found  it  very  hard  to  get  funding.   I  was  able 
to  do  a  lot  of  public  education.   I  really  made  sure  that  we  got 
the  word  out  about  what  we  were  doing.   So  I  pushed  that  we  would 
publish  it  in  all  kinds  of  places. 
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There's  been  very  interesting  planning  that  has  gone  on  as  a 
result  of  the  work  in  Russia,  that  hasn't  borne  fruit  yet.   But  we 
came  from  Russia  with  the  feeling  that  we  wanted  to  develop  a 
program  where  we  would  work  with  disabled  people  in  other 
countries,  especially  developing  countries,  on  business 
development.  And  that  whereas  in  some  of  the  older,  more 
established  countries,  the  disabled  people  can  rely  on  government 
taxation  to  provide  benefits  to  help  disabled  people  survive,  in 
developing  countries  disabled  people  are  on  their  own  more. 

In  order  for  these  organizations  to  exist,  they  needed  to 
support  themselves,  and  they  need  to  support  themselves  by 
developing  small  businesses.   There's  a  lot  they  can  learn  from 
each  other  about  business  development.   Not  that  business 
development  for  a  disability  organization  is  different  from 
business  development  for  some  other  small  organization,  or 
beginning  organization.   But  that  there  is  a  self-help  element  and 
self -empowerment  element  that  really  is  good  to  communicate  and 
can  really  be  inspirational. 

There  are  programs  developing  in  Africa  and  South  America. 
There  are  a  lot  of  little  programs  where  organizations  are 
developing  businesses  of  different  kinds.   Some  of  them  are 
cottage  industries  and  other  things,  crafts,  businesses.   Usually, 
they're  businesses  that  employ  quite  a  few  disabled  people,  and  so 
they're  looking  for  products  that  disabled  people  can  make,  or 
they're  looking  for  things  that  are  good  for  export. 

The  All  Russia  Society  for  the  Disabled,  its  most  money- 
making  businesses  were  where  they  got  certain  tax  benefits, 
advantages  from  the  government  because  they  were  a  disability 
organization,  so  they  could  sell,  I  think  it  was,  oil  rights 
cheaper  than  others.   So  they  had  gotten  themselves  in  this 
business  of  buying  and  selling  natural  resources.   That  was  their 
most  profitable  activity.   But  they  also,  in  addition,  were 
developing  more  and  more  of  these  souvenir  businesses.   They  were 
looking  at  the  idea  of  making  brooms  and  making  kinds  of  low-tech 
manufacturing  that  there  seemed  to  be  a  market  for  in  Russia. 
There  seemed  to  be  a  need  in  Russia  for  some  things  like  that. 

So  there  was  this  kind  of  low-tech  industry  that  maybe  could 
be  transferred  to  another  country,  you  could  try,  as  an 
experiment. 

O'Hara:   Were  there  other  grants  that  WID  tried  for,  USAID  grants  for 

different  countries?  Or  was  this  program  only  available  to  Russia 
because  of  the  crisis  they  were  in? 
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Leon:    This  was  only  available  to  Russia  because  of  the  crisis.   There 
were  other  programs,  but  the  other  programs  we  found  were  around 
maternal  and  child  health  or  health  services.   The  Russia  RFPs 
were  interesting  to  us  because  they  were  about  democracy, 
capitalism  and  so,  you  know,  we  could  easily  translate  that  into 
self-help. 

O'Hara:   I  remember  hearing  about  some  involvement  in  Russia,  an  attempt,  I 
thought  by  somebody  at  WID--it  might  have  been  Ed--to  try  to  get 
U.S.  aid  to  Russia.   Not  the  agency,  but  U.S.  aid,  financial  aid, 
to  always  include  some  kind  of  funding  for  disability  reasons. 

Leon:    It's  a  very  interesting  segment.   I  would  really  have  to  go  get 

the  source  materials.   Even  before  Judy  left,  she  had  been  working 
with  one  of  the  committees  in  Congress  about  putting  in  something 
in  a  U.S.  aid  bill  that  would  mention  disability  and  the 
importance  of  the  U.S.  government  supporting  improvements  in 
disability  programs  and  disability  rights  in  other  countries.   We 
were  working  with  Georgetown  University  in  Washington.   She  kept 
getting  close  and  not  quite  accomplishing  it.   I  think  they 
finally  did  get  the  language  in  some  legislation.   As  far  as  I 
know,  it  hasn't  translated  into  a  grant  program. 

But  they  did  also  get  one  of  the  senators,  I  believe,  to 
include  in  a  testimony  that  he  made  to  the  committee  about  citing 
our  program  in  Moscow,  Russia,  as  a  model  program  and  showing  what 
can  be  accomplished.   Because,  you  see,  the  U.S.  threw  all  this 
money  into  Russia.   There  was  quickly  a  really  negative  reaction 
to  U.S.  dollars  going  to  Russia  because  there  was  tremendous 
inflation;  some  people  were  getting  really  rich.   There  was  crime 
developing;  the  government  seemed  to  be  falling  apart. 

There  was  a  fear  that  we  were  throwing  our  money  away.   So, 
actually,  the  program  that  we  were  a  part  of  no  longer  exists. 
The  funding  came  to  an  end.   But  as  the  funding  came  to  an  end, 
this  senator  put  a  statement  in  the  Congressional  Record  about 
what  we  had  done  there.   It  was  really  an  example.   It  was  one  of 
the  successes.   We  were  very  pleased  with  that.   We  thought  that 
would  help  develop  funding  in  other  countries. 

I  think  it  will.   It  really  takes  someone  working  with  the 
people  in  Washington.   The  U.S.  provides  very  little  funds  for 
international  development,  in  comparison  to  some  of  the  more 
liberal  countries  in  terms  of  per-capita  income  and  gross  national 
product.   There's  a  need  out  for  a  lot  more  activism  on  the  part 
of  people  like  us  who  want  to  help  people  in  other  countries. 

WID  can't  do  it  alone  on  just  the  money  it  raises  to  work  in 
another  country.   It  really  needs  funding  specifically  for  that 


204 


purpose.   We  were  finding  that  extremely  difficult  to  get.   We  are 
widely  considered  in  the  disability  movement  as  the  organization 
that  has  all  the  international  money.   We  certainly  have  had  more 
than  anybody  else,  but  there  has  been  precious  little  of  it 
available. 

O'Hara:   Is  the  international  exchange  money  gone  now? 
Leon:    No,  that's  still  there.  WID  still  has  that. 
O'Hara:   It  still  runs  an  exchange  program? 

Leon:    The  exchange  program  is  not  as  open  as  it  once  was.   The  feds  have 
put  specific  objectives,  so  it  has  been  altered  so  that  we're 
giving  a  certain  number  of  fellowships  to  meet  certain  specific 
objectives  that  the  feds  have  given  us,  so  it's  not  as  open  an 
exchange  program  as  it  used  to  be,  where  you  could  apply  for 
whatever  you  thought  was  a  good  idea  and  then  it  would  be  compared 
with  other's  proposals.   Now  they  specifically  go  out  and  seek 
someone  to  do  a  certain  thing  because  that's  what  the  feds  want. 
There  were  some  topics--!  think  there  was  economic  development, 
independent  living  rehabilitation,  and  I  think  one  was  women's 
issues . 

O'Hara:   Is  the  level  of  funding  still  as  great  as  it  was? 

Leon:    Yes.   The  funding  has  stayed  at  the  same  level  but  WID  now  gets 
less  of  it.   The  feds  have  urged  us  to  collaborate,  and  we  have 
taken  four  partners,  which  means  that  everyone  has  a  much  smaller 
piece  of  the  pie,  including  WID.   Our  partners  are  Mobility 
International  USA,  the  Research  and  Utilization  Center  in  Houston 
that  Lex  Frieden  is  in  charge  of,  Rehabilitation  International, 
and  Whirlwind  Wheelchairs  International,  Ralf  Hotchkiss"  group. 

O'Hara:   Do  you  foresee  WID  going  into  other  countries?  Do  you  see  this 
expanding?   I  shouldn't  ask  more  than  one  question  at  a  time. 

Leon:    It  will  only  expand  if  funding  is  found  for  it.   The  only 
opportunities  for  funding,  of  course,  are  foundations  and 
government  grants.   In  order  to  go  after  government  grants, 
extensive  proposals  have  to  be  researched  and  written.   To  get 
foundation  funds,  that  really  is  difficult  because  the  tendency  in 
foundations  is  to  fund  work  in  the  countries:  not  to  work  in  the 
United  States,  to  work  in  the  countries. 

I  actually  think  that  our  greatest  chance  will  be  to 
collaborate  with  organizations  in  other  countries  and  have  them 
hire  us  to  come  to  them.   WID  has  a  relatively  new  board  member, 
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O'Hara: 
Leon: 


Roseangela  Berman-Bieler.   She  is  from  Brazil,  and  she  had  started 
an  independent  living  center  in  Brazil.  Actually,  from  that 
independent  living  center,  that  has  led  to  several  centers  around 
Brazil  and  there's  a  coalition  there.   There  has  been  an  effort  to 
have  that  coalition  in  Brazil  work  with  WID. 

In  fact,  when  I  was  at  WID,  we  developed  a  concept  paper  for 
the  Kellogg  Foundation  on  leadership  training,  where  we  were 
working  on  the  Kellogg  Foundation  to  interest  them  in  funds  for  us 
to  work  with  the  Latin  America  disability  organizations.   That's 
progressing.   I  don't  know  exactly  where  it  is  today,  but  they're 
curious;  they're  interested;  but  they're  not  responding  quickly. 

There's  continued  contact  with  Israel  and  interest  in 
Israel.   There  was  a  very  interesting  opportunity  with  Palestine 
and  Egypt  and  Yemen  and  a  number  of  the  other  countries  that  was  a 
USAID  opportunity  that  WID  just,  you  know,  found  the  proposal  just 
really  too  difficult  to  develop  in  time,  so  we  didn't  apply  for 
it.   But  I  think  that  we  would  apply  for  it  in  the  future. 

WID  sponsored  an  international  conference  on  disabled  women 
out  of  its  international  division.  We  got  funding  for  that  from  a 
whole  series  of  U.S.  government  agencies,  including  AID,  and 
Defense,  and  Health  and  Welfare.  Many  of  the  federal  agencies 
gave  funding  for  scholarships  for  disabled  women  from  other 
countries  to  come,  and  it  was  considered  a  follow-up  conference  to 
the  Beijing  international  women's  conference. 

Was  that  in  Washington? 

That  was  in  Washington.   I  think  there  were  women  from  eighty 
countries,  and  it  was  a  fantastic  event.   It  was  really  a 
wonderful  networking  event.   [U.S.  Secretary  of  State]  Madeleine 
Albright  gave  the  opening  speech,  and  [Secretary,  U.S.  Department 
of  Health  and  Human  Services]  Donna  Shalala  spoke.   There's  really 
been  some  impressive  women  from  around  the  world  who  were  speaking 
about  disability  in  women  and  disability  in  children.  We're 
hoping  that  that  initiative  will  definitely  continue.   Kathy 
Martinez  is  working  on  that.   Some  follow-up  program  is  coming 
out. 

I  think  that  might  be  the  most  fruitful  area,  is  women's 
issues  internationally.   Because  there's  all  kinds  of  money,  like 
from  macroeconomics  and  women,  that's  becoming  available.   Money 
for  women  to  develop  small  businesses  in  developing  countries, 
like  India  and  stuff  like  that,  that  foundations  are  interested  in 
funding.   We  just  need  to  figure  out  how  we  can  do  it  without  the 
heavy  costs  and  overhead  that  we  have  because  we're  in  the  United 
States.   It  may  be  that  we  will  need  to  have  our  international 
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offices  internationally.   You  know,  we  may  really  have  to  hire 
people  in  Bangladesh  if  we  want  to  work  in  Bangladesh  and  have  the 
WID  person  be  there,  not  the  WID  person  be  here  and  travel  to 
Bangladesh. 

We  were  doing  international  from  the  United  States  because 
that ' s  where  we  had  the  person  power  and  we  could  find  the 
experienced  person  that  could  do  it  part-time  in  the  United  Sates. 
But  it  probably  is  never  going  to  be  a  cost-effective  way  to  do 
it. 


O'Hara:   Do  you  see  experienced  people  from  other  countries  surfacing? 

Leon:    Oh,  yes.   Disabled  Peoples'  International  is  a  great  resource  for 
people.   You  know,  WID  hadn't  come  to  look  at  it  that  way  yet.   I 
think  that,  you  know,  Ed  and  Judy  wanted  to  work  internationally, 
so  the  first  drive  was  to  find  some  funds  so  that  they  could  do 
that.   Then  to  find  staff  to  enable  them  to  do  it  better.   The  WID 
board  is  only  beginning  to  talk  now  about  mergers  or 
collaborations  and  things  like  that,  and  I  think  that's  what  we 
would  have  to  do  in  order  to  move  internationally  because  it's  not 
cost-effective.   We  can't  afford  it.   Or  we  can't  fund  it. 

O'Hara:   This  might  be  a  silly  question,  but  I  gather  that  you  think  it's 
important  that  WID  spread  the  word. 

Leon:     There  is  an  international  organization  called  Disabled  Peoples' 
International,  and  it's  a  wonderful  organization  and  it  brings 
organizations  of  disabled  around  the  world  together  to  talk  to  one 
another  and  to  develop  initiatives.   But  it  doesn't  have  a 
research  arm;  it  doesn't  have  a  public  education  and  training 
function.   WID  is  unique  internationally  in  having  a  well- 
developed  research,  and  education,  and  training  experience.   It's 
in  a  wonderful  position  to  go  in  and  interpret  what's  going  on  in 
another  country  and  communicate  it  back  to  the  United  States  or 
even  to  compare  it  one  country  to  another. 

The  fact  that  it  brings  the  disability  perspective,  and  all 
the  experience  that  we  have  gained,  and  all  the  expertise  we  have 
in  how  it's  done  in  the  United  States  gives  us  a  really  good  basis 
on  which  to  interpret  what's  going  on  in  other  countries.   We 
could  be  very  efficient  in  helping  disability  organizations  in 
other  countries  become  stronger.   I  still  think  we  know  where  the 
experts  are  here;  we  know  so  much  about  the  experiences  that 
worked;  there's  no  one  that  matches  what  we  know  in  terms  of 
what's  going  on  in  all  the  different  countries. 

Now,  who  is  it  that  knows  it?  Is  it  just  the  people  that 
have  worked  at  WID  once  and  then  might  leave?   That's  part  of  it, 
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O'Hara: 
Leon: 
O'Hara: 
Leon: 


but,  you  know,  there's  always  some  people  leaving.   There's  been 
quite  a  turnover  in  the  international.   Bruce  Curtis  has  left 
WID's  international  division.   He  fell  and  really  hurt  his 
shoulder  and  has  found  it  much  more  difficult  to  work  and  to  deal 
with  pain,  and  he's  gone  back  to  living  on  benefits,  and  he's 
consulting,  and  he's  volunteering. 

But  Kathy  Martinez,  who  was  doing  a  lot  of  the  training,  has 
now  taken  over  as  the  head  of  the  international  division.   Kathy 
has  the  resources,  the  people  we  all  know  who  are  working  in  the 
movement  in  the  United  States,  and  it's  really  much  better  for  us 
to  be  like  a  think  tank:  pick  people  who  can  do,  who  can  be  good 
resources  and  get  them  over  there. 

So  I  don't  think  that  we  suffer  from  the  fact  that  someone 
like  Ed,  who's  an  expert,  leaves  WID  or  dies,  and  someone  like 
Judy  leaves.   I  think  we  can  make  up  for  that  by  having  other 
disabled  people  in  the  United  States.   It's  a  difficult  thing  to 
figure  out  financially.   It's  difficult  to  figure  out  how  to  make 
it  cost-effective,  and  I  think  we  haven't  succeeded,  really. 

But  you  think  it's  important. 

I  think  it's  important. 

We've  reached  the  end  of  another  tape. 

Okay. 


Technology  Division  under  Leadership  of  Deborah  Kaplan  and  Betsy 
Bayha 

[Interview  9:  May  5,  1998]  ft 


O'Hara:   Besides  the  PAS  work  and  the  international  work,  what  were  some  of 
the  other  accomplishments  at  WID  in  all  the  years  you  were  there? 

Leon:     (Well,  I  do  want  to  mention  the  library,  the  WID  library  which  was 
an  effort  that  was  very  important  to  me  but  one  which  was  a 
continual  struggle  to  maintain.1  I  was  convinced  from  day  one 
that  WID  needed  a  library  of  information  about  disability 
conditions,  laws,  regulations,  programs  such  as  rehabilitation  and 
independent  living  centers  and  the  entire  gamut  of  policy  areas 


'Bracketed  section  was  inserted  by  Ms.  Leon  during  the  editing  process. 
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that  we  might  work  in  from  time  to  time.   I  was  even  strongly 
interested  in  collecting  literature  by  and  about  people  with 
disabilities.   I  really  wanted  to  have  every  important  book  and 
article  by  a  person  with  a  disability.   It  was  a  basic  component 
of  that  think  tank  I  had  always  envisioned. 

Well,  we  began  that  library  with  the  enormous  help  of  Helga 
Roth,  a  woman  who  came  as  a  volunteer  to  WID  after  she  retired 
from  the  federal  government.   Helga  is  an  intellectual,  the  field 
in  which  she  has  her  Ph.D.  is  information.   Judy  and  I  had  met  her 
through  Alexandra  Enders.   Helga  worked  for  NIDRR;  she  had 
developed  and  led  the  Clearinghouse  on  Disability  Information  in 
NIDRR.   Fortunately  for  us  Helga  had  no  family  in  the  U.S.  and 
when  she  retired  she  offered  to  come  to  California  to  help  us 
start  an  information  collection  in  our  new  organization.   It  was  a 
marvelous  contribution  for  her  to  make  to  WID.   She  came  and 
stayed  a  year,  I  believe,  and  designed  our  library  (she  didn't 
like  the  term  library—she  preferred  information  collection)  and 
set  it  up.   Then  she  left  us  to  pursue  her  retirement  decision- - 
she  moved  to  Germany  to  be  near  her  only  remaining  family  member-- 
a  twin  sister  Beatrice,  Bice  was  her  nickname.   Bice  lived  in 
Seeon,  a  small  town  in  Bavaria  south  of  Munich.   Helga  settled  in 
Munich  so  that  she  could  be  in  an  intellectually  stimulating 
atmosphere. 

I'm  giving  you  all  this  information  because  as  extraordinary 
as  it  may  seem,  Helga  came  back  to  WID  two  more  times.   Each  time 
for  approximately  three  months  to  resume  work  on  the  information 
collection  and  to  conduct  special  projects  for  us.   She  was  very 
interested  in  our  international  work  and  would  follow  the 
development  of  the  Independent  Living  Movement  in  Eastern  and 
Western  Europe  and  report  about  it  to  us.   Helga  was  a  big  help  to 
us  on  many  projects  including  the  RTC  on  Independent  Living  and 
Disability  Policy,  the  International  Division,  and  the  Conference 
on  Social  Security  Disability  Reform,  for  which  she  wrote  the 
report.   She  became  a  very  dear  friend  and  continues  to 
communicate  with  me  and  Judy.   When  I  went  to  Russia  I  stopped  in 
Munich  to  visit  Helga  and  I  saw  her  two  years  ago  when  my  husband 
and  I  vacationed  in  Italy  and  Germany.   She  is  alert,  curious,  and 
demanding  as  ever.   She  is  a  wonderful  person.   She  was  the 
mastermind  of  WID's  library  collection  and  information/ referral 
service. 

Someday  I  expect  that  information  collection/ library  to 
become  the  basis  of  the  master  library  at  the  Ed  Roberts  Campus,  a 
library  that  will  combine  the  holdings  of  all  the  partner 
organizations  and  that  will  ultimately  be  a  valued  resource  on 
disability  history,  culture,  and  programming.] 
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Well,  there  were  many  areas  in  which  we  worked.   One  was,  of 
course,  technology  policy,  an  area  that  Debby  Kaplan  developed, 
and  that  1  trust  Debby  will  be  discussing  when  she  does  her  oral 
history  and  what  that  project  accomplished  and  continues  to 
accomplish.   In  my  opinion,  it  is  making  the  leaders  in  the 
telecommunication  technology  industry  very  aware  that  they  can 
make  their  products,  and  their  devices,  and  their  systems 
accessible  to  people  with  disabilities. 

They  can  do  it,  but  they  would  not  automatically  do  it,  like 
in  other  fields,  architecture,  furniture  design,  and  others. 
Unless  you  are  aware  of  the  limitations  a  person  with  disabilities 
has,  you  just  simply  probably  will  not  design  a  system  that 
accommodates  peoples'  needs.   Debby  has  been  very  forceful  and 
persuasive  in  talking  with  technology  manufacturers  about  making 
their  technology  accessible,  and  she  has  done  a  very  good  job. 


O'Hara:   Was  she  actually  involved  in  the  Telecommunications  Act? 
influence  that? 


Did  she 


Leon:    Yes,  she  was  quite  involved  in  it.   She  has  always  approached  it 
from  working  with  the  telecommunications  industry,  which  is  a 
little  unusual  for  the  disability  movement  and  may  be  the  only 
instance  that  I'm  aware  of  where  a  representative  of  the 
disability  movement  actually  went  to  the  industry  and  convinced 
people  in  the  industry  that  they  needed  to  build  in  accessibility. 
Then,  with  their  support,  she  got  involved  in  the 
Telecommunications  Act.   It  was  a  very  interesting  strategy,  and 
it  worked. 

It  worked,  possibly,  because  this  is  a  competitive 

marketplace.   If  you  can  help  Microsoft  or  if  you  can  help  another 
company  make  equipment  that's  technologically  accessible,  and  then 
you  can  talk  to  the  federal  government,  the  government  procurement 
policy,  about  having  a  policy  that  requires  accessibility  of  all 
the  technology  they  buy,  then  the  company  that  does  build  in  the 
accessibility  has  a  competitive  edge.   It's  just  very  sensible 
practice.   It's  a  good  idea.   It's  a  good  way  of  getting  what  you 
need  for  people.   She  has  done  that  very  skillfully.   She  has 
also,  unlike  many  of  our  disabled  leaders,  not  been  adversarial 
with  the  industries. 


O'Hara:   As  far  as  the  disabled  end  of  this,  was  she  the  leader  of  a 

national  team,  or  a  member  of  a  national  team  of  other  people  who 
were  working  with  disabled  people? 

Leon:    There  was  a  small  group  of  people  who  were  working  in  technology, 
and  they  had  different  talents.   Debby  clearly  was  one  of  the  best 
speakers  and  also  networkers  with  industries  and  the  government. 
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She  also  was  active  in  the  Democratic  party.   When  Clinton  was 
elected,  she  was  very  interested  in  obtaining  a  position  in  the 
Department  of  Commerce  where  telecommunications  technology 
policies  developed.   That  didn't  materialize.   As  a  result  of  her 
visibility  in  Washington,  she  was  invited  to  be  on  the  national 
telecommunication  advisory  board,  which  was  quite  prestigious, 
which  helped  the  Department  of  Commerce  make  policy. 

She  wasn't  the  only  person.   I  mean  there  were  people  like 
Jackie  Brand,  who  may  be  more  knowledgeable  about  accessibility, 
and  technology,  and  the  problems  of  people  with  different 
disabilities,  especially  young  people.   I  suspect  that  Jackie  had 
more  of  a  background,  more  knowledge,  than  Debby,  but  she  had  a 
different  style  and  didn't  network  in  the  same  way.   So,  Debby  was 
special  in  her  ability  to  reach  out  to  these  communities.   She  was 
an  effective  speaker,  and  she  likes  it.   She  likes  being  in  the 
public  arena,  so  she  gravitates  toward  it. 

I  think  some  of  the  most  serious  work  was  done  by  Alliance 
for  Technology  Access,  and  Jackie  Brand,  and  also  the  tech  act 
programs  that  were  set  up  after  the  Technology  Act  was  passed.   I 
think  there  was  something  like  twelve  tech  act  programs,  and  they 
actually  did  the  nuts  and  bolts  work  of  developing  guidelines  and 
working  with  the  public  and  private  sectors.   Debby  didn't  do  much 
of  that.   Debby  did  more  of  the  policy  advocacy. 

I  was  very  excited  when  we  started  to  get  involved  with 
education.   Betsy  Bayha,  who  Debby  brought  into  WID  and  who  was  a 
journalist  by  trade,  began  to  get  involved  with  the  schools  and 
the  schools'  becoming  more  accessible.   I  thought  that  there  was 
quite  a  bit  that  WID  could  do  in  that  area.   Given  the  skills  of 
both  Betsy  and  Debby,  I  thought  that  they  could  work  with  industry 
people  to  encourage  them  to  adopt  a  school  and  make  sure  that 
there  was  accessible  technology  that  all  the  kids  could  use,  and 
that  held  great  promise  for  integrating  disabled  kids  into 
schools.   I  have  never  been  a  great  fan,  myself,  of  mainstreaming. 
I've  always  thought  the  disabled  kids  don't  get  enough, 
[laughter) 

O'Hara:   In  the  mainstream? 

Leon:     In  the  mainstream.   Now,  that's  an  unpopular  view  in  the 

disability  movement,  but  it's  one  that  has  troubled  me.   I  do 
think,  however,  that  the  more  technology  that  gets  into  the 
schools,  and  if  all  the  kids  have  technology,  that  mainstreaming 
will  work  better  for  disabled  kids,  that  disabled  kids  will 
benefit. 
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O'Hara: 


Leon: 


That  is  not  the  party  line  view  these  days, 
you  that  you  have  that  point  of  view? 


Why  does  it  trouble 


O'Hara: 


Leon: 


O'Hara: 
Leon: 

O'Hara: 
Leon: 


Because,  many  times,  1  have  been  confronted  with  the  demand  that 
the  disability  movement  give  a  consistent  line  in  order  for  the 
rest  of  the  system  out  there  to  not  divide  us  up  and  reduce  our 
power.   I  just  think  that  I  have  seen  too  many  disabled  kids  not 
get  enough  out  of  the  educational  experience  in  an  integrated 
classroom,  and  I  happen  to  believe  that  education,  academic 
education  especially,  is  so  tremendously  important  to  someone's 
ability  to  be  productive,  that  it  has  to  be  the  highest  priority. 

I  think  that  if  disabled  youth,  especially,  want  to  compete 
out  there  in  the  marketplace,  they  have  to  be  very  skilled.   They 
have  to  be  very  well  educated  because  there  will  always  be  some 
prejudice,  some  discrimination,  some  apprehensiveness  on  the  part 
of  the  general  public  about  whether  the  person  with  the  disability 
can  do  the  job,  has  the  stamina.   We  all  know  that. 

We're  getting  off  the  point,  but  we've  all  been  aware  of 
young  people  with  disabilities  who  seem  to  have  gotten  by  with 
less  of  a  rigorous  education,  and  I  don't  think  it  does  them  any 
good.   I  think  that  if  they're  not  capable  of  more,  that's 
perfectly  fine,  but  I  get  very  concerned  about  it.   So,  I  happen 
to  be  a  real  believer  in  small  classes,  and  tutoring,  and 
individualized  education. 

If  that  could  be  done  in  the  mainstream,  I  suppose  if  there  were 
unlimited  resources,  would  that  work? 

I  guess  in  the  cases  where  it  is  done.   There  was  a  TV  program 
about  a  student  with  mental  retardation.   It  was  on  60  Minutes 
wasn't  it,  recently,  about  mainstreaming  and  non-mainstrearaing? 
One  of  the  students  went  to  school  and  had  an  aide  with  him  every 
day.   I  think  that  can  really  work,  but  I  doubt  if  that  will  go 
beyond  the  exceptional  student. 

You  were  getting  back  to  the  technology. 

Well,  anyway,  I  think  that  technology  in  the  schools  could  really 
help. 

Is  WID  going  to  do  that,  or  start  to,  or  plan  to? 

Betsy  was  working  with  AT&T  [American  Telephone  &  Telegraph] ,  and 
AT&T  was  talking  about  adopting  a  school.   She  has  done  a  manual 
for  teachers  on  accessibility  and  technology.   I  thought  that 
there  was  a  great  potential  there,  and  there's  a  lot  of  interest. 
I  think  that  there's  a  role  that  WID  can  play.   You  know,  you  can 
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O'Hara; 


approach  a  problem  from  lots  of  different  angles,  and  that's  a 
rather  broad  approach  that  would  focus  on  changing  attitudes,  and 
making  something  different  by  bringing  a  school  together  and  an 
industry  together,  and  having  them  do  something  together. 

I  have  always  thought  that  one  of  WID's  most  important  jobs 
was  to  bring  the  information  to  the  people  who  could  use  the 
information  in  a  way  that  they  would  be  able  to  understand  it,  and 
be  able  to  use  it,  and  then  let  them  run  with  it.  We  can't  do 
everything,  but  that  seemed  to  be  the  one  thing  that  we  could  do. 
We  could  be  a  place  that  collected  really  good  information,  did 
whatever  little  research  was  necessary  but  mostly  brought  together 
a  good  body  of  information  and  then  communicated  it. 

Well,  it  sounds  like  the  technology  division  was  a  good  example  of 
that. 


Leon: 


Yes. 


WID  Establishing  AIDS  and  HIV  Programs,  1990s 


O'Hara:   What  about  some  of  the  other  work  of  WID?  Were  there  any  other 
accomplishments  or  ideas  that  you  thought  were  innovative? 

Leon:    The  AIDS  [Acquired  Immune  Deficiency  Syndrome]  project  turned  out 
to  be  innovative.   It  started  out  very  simply.   In  the  early  days 
of  AIDS  and  HIV  [Human  Immunodeficiency  Virus],  most  of  the  money 
was  going  for  AIDS  research  and  also  for  service  delivery  around 
medical  drugs,  and  this  was  from  the  federal  government.   Caesar 
Perrotti,  who  was  the  director  of  administration,  was  a  former 
priest  who  lived  in  San  Francisco.   He  is  gay  and  became  involved 
with  the  AIDS  task  force  at  Holy  Redeemer  Church,  a  Catholic 
Church  in  San  Francisco  that  was  very  liberal  and  had  a  large  gay 
congregation.   It  had  a  special  task  force  on  AIDS,  and  Caesar  was 
volunteering,  and  he  would  talk  about  it  often. 

When  this  RFP  about  psychosocial  issues  around  AIDS  came 
out,  Caesar  and  I  talked  about  it.   We  talked  about  how  AIDS  was 
considered  a  disability  by  the  Americans  with  Disabilities  Act, 
but  that  the  people  he  worked  with  certainly  didn't  consider 
themselves  disabled  in  anyway.   I  asked  Caesar  how  it  could  help 
these  people  to  think  that  they  are  disabled  or  to  consider 
themselves  disabled.   He  didn't  know.  We  were  also  aware  of  a 
great  hesitancy  in  the  disability  movement  to  embrace  people  with 
AIDS  because  they  really  weren't  disabled.   [laughter]   Or,  they 
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might  not  be  really  disabled.   There  was  this  cohort  of 
hemophiliacs.   Maybe  90  percent  of  the  hemophiliacs,  at  one  period 
of  time,  had  HIV  because  everybody  was  using  this  tainted  blood. 

O'Hara:   Before  it  was  known  to  be  tainted? 

Leon:    Yes.   These  people  had  HIV,  but  they  didn't  have  full-blown  AIDS. 
It  just  hadn't  come  to  the  surface  yet,  but  we  were  aware  of  it  as 
a  problem.   So,  I  encouraged  Caesar  to  think  about  if  there  was 
any  reason  why  we  should  try  to  tell  people  with  AIDS  about  the 
disability  movement.  Aside  from  the  fact  that  we  weren't  sure  if 
the  disability  movement  wanted  us  to  do  this,  we  thought,  well, 
let's  see.   He  brought  together  some  people  from  San  Francisco, 
and  we  started  to  have  some  brainstorming  sessions. 

We  didn't  come  up  with  too  much.   It  seemed  rather  simple. 
People  with  AIDS  could  benefit  from  disability  benefits.   If  they 
have  AIDS  and  they  have  a  disability  as  a  result  of  AIDS,  they 
could  go  to  rehab.   They  could  be  eligible  for  social  security 
disability  insurance,  or  SSI.   Then,  we  sort  of  felt  that  they 
could  learn  from  the  experience  of  the  disability  movement  around 
organizing  around  their  disability,  and,  possibly,  they  could  get 
support  from  the  disability  movement. 

So,  we  wrote  a  grant  proposal  and  sent  it  into  the  feds,  and 
we  got  the  grant.   I  didn't  think  that  rehab  served  people  with 
AIDS.   I  certainly  knew  that  when  I  was  in  rehab,  they  didn't,  so 
I  made  some  calls  to  people  in  rehab. 

I  really  am  not  sure  about  the  order  of  this.  Anyway,  I 
think  the  first  grant  was  for  us  to  talk  with  people  with  AIDS 
about  disability  and  AIDS,  and  tell  them  about  the  ADA.   Not  long 
after  we  got  the  first  grant,  an  RFP  came  out  from  the  feds  in 
rehab,  and  they  were  looking  for  innovative  and  experimental 
programs  that  would  improve  rehab  services.   I  was  very  interested 
in  that  because  I  thought  that  was  a  good  way  for  us  to  make  rehab 
more  responsive  to  people  with  AIDS.  We  decided  that  we  would  go 
after  that  for  AIDS.   The  RFP  didn't  mention  AIDS,  it  was  just 
generally  for  innovation  in  rehab  services. 

I  told  Caesar  that  the  rehab  agencies  around  the  country  had 
specialists  in  mental  health,  and  mental  retardation,  and  other 
areas,  and  that  they  were  experts  on  the  needs  of  their  population 
and  would  help  the  counselors.  My  thought  was  that  we  could 
propose  to  train  specialists  on  AIDS.   So  we  decided  to  identify 
states  where  there  was  a  lot  of  AIDS.  We  would  go  to  them  and  see 
if  they  would  collaborate  on  this  proposal. 
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It  worked  very  well.  We  got  New  York,  and  Florida,  and  New 
Jersey,  and  California.   New  Jersey  is  the  only  one  which  I'm  not 
sure  of,  but  New  York,  and  Florida,  and  California  had  the  largest 
AIDS  populations  in  the  country.   New  Jersey  was  close  behind.   I 
think  we  picked  New  Jersey  because  it  had  a  disabled  rehab 
director,  and  we  thought  we  could  talk  the  guy  into  it.   We  wrote 
this  proposal  just  to  bring  them  together,  and  they  would  identify 
someone  who  would  be  a  specialist  in  AIDS.  We  would  pay  to  have 
them  come  and  meet  with  us .  We  would  train  them  in  AIDS  and 
disability,  and  we  would  work  out  with  them  ways  in  which  rehab 
could  better  serve  its  population. 

It  was  a  beautiful  proposal.  Actually,  we  got  a  perfect 
score  from  the  feds.   It  was  a  beautiful  proposal,  and  it  was 
innovative.   They  had  never  had  one  like  this,  so  we  got  the 
grant.   We  brought  these  specialists  to  Berkeley,  and  Caesar  and 
his  crew  put  on  a  training.   They  focused  on  diversity,  and  AIDS, 
and  disability.   They  had  panels  of  people,  blacks,  Chicanes,  and 
women  that  were  dealing  with  AIDS,  and  what  the  stigma  was. 

Oh,  I  know  what  else  happened  at  the  time.   Rehab  agencies 
around  the  country  found  that  they  had  too  many  clients,  and  they 
were  talking  about  introducing  an  order  of  selection.   Well,  also, 
the  Rehab  Act,  as  it  got  renewed  every  three  years,  there  was 
pressure  from  the  disability  movement  for  the  Rehab  Act  to  put 
more  emphasis  on  severe  disability. 

O'Hara:   Was  this  in  1992? 

Leon:     I'm  not  sure  it  was  '92.   It  certainly  well  might  have  been.   Do 
you  have  some  reason  to  think  it  was  the  '92  Rehab  Act? 

O'Hara:   Well,  I  wondered  if  it  was  because  that  was  the  year  that  I  was 
aware  that  the  order  of  selection  came  in  and  the  emphasis  on 
severe  disability,  but  it  could  have  been  an  earlier  year. 

Leon:     No,  it  was  probably  around  '91,  '92.   We  decided  that  we  needed  to 
make  the  case  for  AIDS  being  a  severe  disability  because  it  wasn't 
so  obvious  to  the  counselors.   So,  we  did  these  trainings,  and  I 
thought  they  were  very  effective. 

O'Hara:   Training  trainers? 

Leon:    We  were  training  rehab  counselor  specialists.   They  were  to 

identify  issues,  and  they  were  to  go  home  and  work  on  them,  and  we 
would  do  more  stuff.   One  of  their  major  problems,  besides,  I 
think,  prejudice  against  people  with  AIDS,  was  that  there  has 
always  been  a  feeling  in  the  helping  professions  that  people  with 
AIDS  and  alcoholics  cause  their  own  disabilities;  therefore,  they 
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are  not  as  worthy,  especially  people  with  AIDS.   They  are  drug 
addicts.  Aside  from  that,  there  were  issues  of  confidentiality, 
which  prevented  rehab  from  tracking  how  many  people  with  AIDS  and 
HIV  they  served. 

If  the  information  was  confidential,  they  couldn't  code  it; 
therefore,  they  couldn't  count  it.   Therefore,  they  couldn't 
assess  how  well  they  were  doing  it.   That  was  a  problem  that  would 
have  to  be  dealt  with  in  the  AIDS  community  because  it  was  the 
AIDS  community  that  wanted  it  to  be  confidential. 

O'Hara:   Why  is  AIDS  more  confidential  than  another  disability,  or  is  it? 

Leon:     People  saw  it,  at  the  time,  as  contagious.   I  think  it  was  mostly 
being  contagious  and  being  a  result  of  drug  activity,  and,  also, 
that  it  was  chronic,  and  that  it  led  ultimately  to  death.   We 
wrote  our  proposals  asserting  that  people  with  AIDS  weren't  dying 
as  fast  as  the  commonly  perceived  notion,  and  that  they  were 
entering  periods  when  they  would  go  back  to  the  work  force,  or 
they  could  remain  in  the  work  force.   What  we  were  writing  was 
becoming  more  and  more  true  as  the  drugs  were  developed  that 
caused  remission,  and  kept  people  asymptomatic. 

There  was  this  tremendous  fear  that  you  wouldn't  want  a 
potential  employer  to  know  you  had  AIDS.   In  the  early  years,  when 
we  had  an  AIDS  project,  I  was  absolutely  determined  that  we  would 
hire  people  with  AIDS  to  run  our  project,  and  we  did.   We  had  them 
as  volunteers.   If  we  were  working  with  minorities,  then  I  wanted 
minorities  with  AIDS.   We  lost  several  employees  over  the  years, 
the  first  three  or  four  years,  who  died  from  AIDS  while  they  were 
working  for  us.   It  was  certainly  true  that  it  was  difficult  in 
the  early  years  for  people  just  to  work  and  to  live  with  AIDS. 
AIDS  made  people  sick  and  weak.   It  endangered  their  lives  to 
work. 

We  decided  that  we  needed  to  get  out  and  talk  with  more 

groups  of  people  with  AIDS.  We  found  that  there  was  an  interest 

in  disability  benefits.   There  was  an  interest  in,  of  course,  the 
ADA.   They  were  intrigued  by  the  ADA. 

There  was  a  famous  court  case  where  the  guy  was  suing 
because,  I  think,  he  wasn't  hired  because  he  had  AIDS,  and,  at  the 
same  time,  this  guy  applied  for  disability  benefits  saying  that  he 
was  unemployable  because  he  had  AIDS.   The  judge  said  you  can't  be 
both  unemployable  because  you  have  AIDS  and  then  file  a  suit 
because  you've  been  discriminated  against  by  someone  who  won't 
hire  you  because  you  have  AIDS.  Actually,  you  can,  and  this  all 
has  to  do  with  the  legal  requirements.   If  the  Social  Security  Act 
defines  disability  as  inability  to  work,  you  have  to  make  your 


216 


O'Hara: 


Leon: 


case  by  saying  you're  unable  to  work,  and  everybody  does,  but  that 
doesn't  mean  that  these  people  cannot  work.   [laughter]   That  may 
make  it  sound  like  I'm  speaking  out  of  both  sides  of  my  mouth,  but 
somebody  can  work.   The  reason  you're  too  disabled  to  work  is 
because  people  won't  employ  you,  not  because  you  can't  work, 
[laughter] 

So,  the  AIDS  division  did  a  brochure  that  was  designed  for 
people  with  AIDS  and  HIV  about  disability  and  understanding  the 
disability.   It  was  a  lot  like  the  client  rights  booklet  that  we 
did  in  rehab.   In  fact,  I  showed  that  to  Caesar  as  an  example  of 
the  kind  of  booklet  you  need  to  do  for  people  with  AIDS.   We  did 
that  booklet.   Then,  with  the  grant,  we  were  trying  to  distribute 
it  very  broadly  to  AIDS  organizations  and  do  training. 

The  project  seemed  always,  or  at  least  to  me,  like  a  very 
simple  project.   It  had  a  very  obvious  goal.   I  was  surprised  at 
how  we  were  the  only  ones  working  in  the  field.   We  were  the  only 
ones  working  in  the  field  for  many  years.   It  was  just  this  fall, 
in  1997,  that  there  was  a  half -day  conference  in  San  Francisco 
that  I  had  been  instrumental  in  organizing  between  the  AIDS  and 
the  disability  organizations. 

It  was  a  half -day  meeting  for  funders,  for  foundation 
people,  on  why  funders  should  fund  AIDS  and  disability.   It  was 
the  first  time  it  has  happened.   It  has  taken  a  long  time  to  get 
to  that  point.   We  used  to  go  to  the  AIDS  Foundation  for  money, 
and  their  priorities  were  different.   They  were  into  prevention. 
They  were  into,  you  know,  hospices.   They  were  into  housing  for 
people  with  AIDS.   They  weren't  into  AIDS  as  a  disability.   It 
seemed,  somehow,  a  tangent  that  they  hadn't  given  much  thought  to. 

If 

So,  is  the  AIDS  and  disability,  or  as  of  last  year  anyway,  still 
in  progress? 

It's  still  in  progress.  We  were  operating  on,  for  the  most  part, 
on  three-year  grants,  so,  unfortunately,  we  kept  having  projects 
that  were  completed  in  three  years,  then  we'd  have  to  have  another 
project.   You  had  to  struggle  to  maintain  your  continuity  across 
projects,  and  you  had  to  write  your  proposals  in  such  a  way  that 
you  could  continue  to  work  on  an  area.   One  of  the  projects  that 
they  are  doing  now  is  they  are  part  of  a  HUD  Grant,  Housing  and 
Urban  Development,  I  guess  administration.  An  agency  in  New  York 
is  building  AIDS  housing. 

Oh,  I  know,  an  agency  in  New  York  that  had  developed  AIDS 
housing  for  people  with  AIDS  got  a  HUD  Grant  to  work  to  stimulate 
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O'Hara: 
Leon: 


O'Hara: 
Leon: 


the  development  of  housing  for  people  with  AIDS  in  other  parts  of 
the  country,  and  we  are  a  sub.  What  we're  trying  to  do  is 
stimulate  the  development  of  independent  living  services  within 
the  housing.   It  was  an  idea  that  I  was  very  anxious  for  us  to  do, 
which  we  never  actually  got  off  the  ground,  or,  we  haven't  yet 
gotten  off  the  ground. 

You  know,  in  the  black  community,  the  most  influential 
group,  or  organization,  seems  to  be  the  black  churches.   Black 
churches  have  not  been  especially  supportive  of  people  with  AIDS. 
There  is  one  church  in  Oakland,  the  Allen  Temple,  which  has  a 
wonderful  AIDS  ministry.   One  of  our  board  members,  Gail  Bereola, 
is  active  in  Allen  Temple,  and  she  told  me  about  it.   I  went  down 
to  Allen  Temple,  and  they  were  giving  an  award  to  some  people  in 
their  congregation,  and  one  was  to  the  doctor  who  had  set  up  the 
AIDS  ministry,  a  wonderful  guy.   I  was  just  so  taken  with  him. 

I  came  back  and  said,  "This  is  what  we  have  to  develop.   We 
have  to  work  with  Allen  Temple."  Allen  Temple  was  interested  in 
building  housing  for  people  with  AIDS  in  East  Oakland.   I  was  very 
impressed  that  the  congregation  saw  it  as  part  of  their  duty  to 
develop  housing.   Through  Gail,  I  made  contact  with  someone  and 
went  and  talked  to  them  about  putting  in  a  service  unit.   I  didn't 
know  it  was  something  we  should  get  CIL  or  whether  WID  should  do 
it.   But,  I  thought  that  WID  should  be  the  catalyst  in  any 
respect. 

It  just  was  taking  a  long  time.   They  were  interested.   We 
found  a  HUD  grant  and  brought  it  to  their  attention.   They  really 
couldn't  quite  get  it  together  in  time.   They  weren't  ready.   It 
was  much  too  early  in  their  plans.   But,  the  idea  was  that  we 
would  work  with  a  church  that  was  doing  something  with  housing, 
and  we  would  put  an  independent  living  center  right  inside  there, 
or  a  satellite  that  would  provide  all  these  other  services.   We 
could  have  a  showcase,  and  we  could  do  it  in  other  parts  of  the 
country.   It  was  that  idea  that  we're  doing  to  some  degree  with 
this  HUD  grant,  but  it  could  really  be  developed  much  further. 

WID  is  doing  that? 

Well,  with  the  HUD  grant,  we're  doing  it  with  HUD  housing,  and 
it's  not  with  a  church  or  necessarily  a  black  community.   When  I 
left  WID,  they  were  looking  at  proposals  from  different 
communities  to  set  up  the  housing  and  set  up  the  services. 

I  see,  so  there  isn't  a  site  yet? 

There  are  going  to  be  several  sites,  but  I  don't  know  where.   But, 
the  idea  about  working  with  churches  has  not  been  pursued  as  far 
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as  I  know.   It  was  an  idea  that  has  cropped  up  over  the  years,  and 
it  keeps  coming  up  that  one  of  the  groups  the  disability  movement 
needs  to  work  with  is  the  spiritual  community.   We  will  reach  some 
of  the  population  that  way. 

We  must  reach  them  because  they  have  an  obligation  to  serve 
the  people  in  their  communities  who  are  disabled,  and  they're  not 
necessarily  doing  a  good  job.  We  need  to  remind  them  of  that  and 
help  them  figure  it  out.   Ed  got  very  involved,  but  that  was  the 
Episcopal  Church  in  San  Francisco.  We  also  talked  to  some  of  the 
Episcopal  Church  leaders  in  other  parts  of  the  country,  Ed  and  I. 
There's  an  Episcopal  Church  foundation  called  the  Trinity 
Foundation  in  New  York  City  that's  very  influential,  and  we  were 
talking  with  them.   There  are  some  ministers  or  priests  in  the 
Episcopal  Church  that  are  doing  some  interesting  work  on  the 
disability. 

O'Hara:   Are  you  talking  about  AIDS? 

Leon:    That  wasn't  AIDS  necessarily.   That  was  just  broader  disability. 

O'Hara:   Disability  in  general? 

Leon:    Yes.   Mary  Jane  Owen.   She  was  active  in  the  Episcopal  Church,  and 
Reverend  [Roy]  Wilke,  and  others.   Well,  anyway,  we  had  developed 
a  relationship  with  the  Episcopal  Church  earlier,  but  we  were  now 
very  interested  in  making  a  connection  with  the  black  churches 
around  AIDS. 

In  the  last  five  or  eight  years,  WID  was  becoming  more  and 
more  aware  of  our  need  to  work  in  minority  communities.   I  saw  it 
as  an  obligation  that  we  had,  and  if  we  wanted  to  work  with  people 
of  color  that  seemed  like  we  needed  to  go  to  the  spiritual 
community  to  do  it.   So,  I  wanted  us  to  do  that. 

AIDS  was  such  a  visible  and  dramatic  example.   Also,  it 
touched  on  women.   It  enabled  us  to  work  with  women,  black  women 
with  AIDS.   We  got  a  very  small  grant  to  set  up  a  support  group 
for  women  with  AIDS  at  Highland  Hospital.   Highland  Hospital  had 
the  only  AIDS  clinic  for  women  in  the  East  Bay  area.   It's  a 
county  hospital,  and  it  deals  with  low  income  people.   We  proposed 
to  the  people  at  the  clinic  that  we  would  like  to  do  a  support 
group  around  coping  with  the  disabling  aspects  of  AIDS. 

What  we  evolved  was  a  little  project  where  we  would  provide 
child  care  for  their  children,  and  provide  lunch,  and 
transportation,  so  these  women  could  come  together.   Kathy 
Martinez  led  the  project.   Kathy  is  a  woman  of  color.   It  was  a 
group  of  women  who  were  former  prostitutes  and  drug  addicts,  and 
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we  had  a  very  interesting  little  project.   I  thought  it  had  the 
potential  of  being  a  very  influential  model  because  we  were 
showing  that  those  women  would  show--. 

Highland  discovered  that  the  women  came  for  their  clinic 
appointments  if  they  were  coming  to  a  support  group.   They  were 
concerned  and  wanted  the  women  to  take  their  meds,  their 
medication.   So,  the  support  group  helped  them.   Out  of  that 
support  group,  we  came  in  contact  and  helped  develop  a  group  of 
women  called  WORLD.   WORLD  was  an  acronym  for  Women  Organized  to 
fight  Racism  and  something  or  other.   [laughter)   They  were  all 
women  of  color  with  AIDS. 

O'Hara:   What  happened  to  this  project? 

Leon:     Its  funding  ended.   Highland  Hospital  couldn't  afford  to  maintain 
it.   We  got  a  little  bit  of  local  foundation  money  to  keep  it 
going  for  a  short  period  of  time,  and  then  the  project  slowly 
died.   It  had  some  inherent  problems.   Some  people  at  Highland 
liked  it,  and  others  didn't  like  it  as  much. 

The  organization  WORLD  survived.   The  woman  who  was  one  of 
the  leaders  of  WORLD  came  to  WID  and  was  working  on  our  AIDS 
project,  Doris  Butler.   Doris  worked  for  us  until  she  died  from 
AIDS.   She  was  much  more  recognized  for  her  achievements  and  what 
she  did  for  the  community  after  she  died  than  she  was  in  her 
lifetime.   There  was  a  memorial  on  it.   There  were  a  couple  of 
news  reports,  and  her  funeral  was  reported  on,  and  it  was  an 
opportunity  to  report  on  the  work  that  she  did  around  AIDS,  and 
disability,  and  WORLD.   Her  organization,  possibly,  still 
continues. 

An  organization  formed  by  women  who  are  minorities,  who  are 
prostitutes,  drug  addicts,  poor,  whatever,  has  very  little  chance 
of  getting  funding  and  support.   It's  very  difficult.   It  was  an 
important  project  for  us  at  WID.   I  think  that  everyone  was  moved 
by  it,  and  we  were  aware  of  the  importance  of  what  we  were  trying 
to  do  and  also  how  difficult  it  was  to  do  it.  We  had  to  deal  with 
the  fact  that  you,  maybe,  can  have  only  a  little  impact. 

1  personally  had  a  hard  time  with  this  little  impact, 
[laughter]   I  think  that  WID  has  to  focus  on  the  biggest  bang  for 
the  buck.   We  have  to  do  what  can  change  attitudes  around  the 
country.   We  have  to  pick  very  carefully  the  projects  we  pursue  so 
that  they  are  projects  that  can  become  prototypes.   I  always 
thought  this  had  the  potential,  but  it  needed  more  funding.  It 
always  had  that  problem  of  terrible  and  tragic  turnover  of  staff. 
I  think  everyone  in  the  project  has  died  or  has  left  because  of 
increased  disability. 
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O'Hara:   So,  the  unit  doesn't  exist? 

Leon:    Bruce  Curtis  was  leading  the  project  in  September,  October,  and 
they  were  looking  to  hire  someone. 

O'Hara:  I  heard  Caesar  himself  died. 

Leon:  Caesar  died. 

O'Hara:  When  was  that? 

Leon:  About  three  years  ago.   Caesar  didn't  die  of  AIDS. 

O'Hara:  Oh. 

Leon:     He  died  of  thyroid  cancer.   He  never  did  have  AIDS,  but  I  believe 
he  had  a  brother  that  died  of  AIDS.   Suzanne  Reier's  cousin  was 
with  the  project,  and  he  died  of  AIDS.   Doris  died.   Lon 
Hunsinger,  one  of  the  first  directors,  died  of  AIDS.   John 
McLaughlin  was  a  part  of  the  project  for  quite  some  time,  and  John 
is  one  of  the  success  stories  of  the  new  age  drugs. 

John  was  a  hemophiliac  who  developed  AIDS.   John  left  WID  to 
start  a  program  with  the  one  of  the  unions  in  San  Francisco  called 
I  AM  CARES  [Center  for  Administering  Rehabilitation  and  Employment 
Services]  run  by  International  Association  of  Machinists  and 
Aerospace  Workers,  and  that  does  job  development  for  people  with 
AIDS.   He  said  he  took  what  he  learned  working  with  us  and  worked 
with  this  union  group  to  develop  a  proposal,  and  they  got  it 
funded,  and  he  went  and  worked  with  them.   He  was  a  real  success 
story.   We  continue  to  work  collaboratively  with  him  where  it  was 
possible.  We  were  only  able  to  hire  him  part  time,  and  they 
wanted  him  full  time.   It  was  a  better  job  for  him. 

There  was  quite  a  turnover  in  that  division.   It  struggles, 
but  I  must  say  that  the  board,  when  we  first  said  that  we  wanted 
to  work  on  AIDS,  was  not  very  supportive.   They  said  there  were 
lots  of  issues  that  they  thought  were  very  important,  and  they 
didn't  see  what  WID  could  do  in  AIDS.   I  think  everyone 
underestimated  the  importance  of  the  work  that  we  did.   I  think 
that  we  didn't  even  really  realize  it  when  we  started  on  it. 

O'Hara:   Was  there  a  rather  enduring  response  to  the  project?  For 

instance,  I  think  they  put  out  a  very  substantial  workbook  on  the 
subject.   Was  there  a  lot  of  demand  for  that? 

Leon:    Through  Ed's  and  my  experiences  with  rehab,  we  maneuvered  to 
present  the  work  of  our  AIDS  project  twice  for  the  Council  of 
State  Administrators  of  Vocational  Rehabilitation  [CSAVR] .   So  we 
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O'Hara: 


Leon: 


brought  the  four  states  and  our  workbook.  We  did  a  large  manual 
on  AIDS  and  disability  that  was  designed  for  rehab  counselors.   We 
brought  it  to  the  national  meeting  of  state  directors,  and  we 
presented  on  it. 

We  stimulated  a  lot  of  discussion  within  the  state  rehab 
agencies  about  serving  people  with  AIDS,  and  some  setting  of 
goals,  and  some  determination  to  deal  with  the  confidentiality 
issues,  which  I'm  really  not  sure  how  well  they're  dealt  with  to 
this  day.   They  are  resistant,  I  think  for  good  reasons,  for  all 
the  reasons  I  said  before,  insurance  problems,  and  other  problems. 
It's  just  all  very  difficult.   But,  there  certainly  were  increased 
services  to  people  with  AIDS. 

We  were  working  with  counselors  on  how  they  can  stimulate. 
I  knew  that  counselors  go  out  there  and  look  for  services  for 
their  rehab  clients.   If  not  in  the  community,  they  go  talk  to  an 
organization  that  provides  services  that  they  like,  and  they  say, 
"Why  don't  you  start  a  service  for  this  group?"   Rehab  has  the 
ability  to  give  a  block  grant,  say,  I  guarantee  you  five  thousand 
a  year  if  you  would  just  start  this  service. 

They  can  do  that,  so  that  was  part  of  what  we  were  training, 
how  rehab  counselors  can  find  out  what  the  AIDS  services  are  in 
the  community,  and  how  they  can  kind  of  set  up  the  services  they 
need.   Florida  was  very  responsive.   I  know  that  we've  been  doing 
training  almost  every  year  in  Florida  and  others  around  AIDS  and 
disabilities.   The  states  were  different  in  the  way  they 
responded. 

Did  WID  ever  try  to  get  to  other  states  beyond  the  four  that  you 
started  with? 

I  think  there  were  some  other  states  that  contacted  WID  for 
specific  things.   The  manual  went  to  all  of  them.   We  gave 
technical  assistance.   We  would  respond  to  phone  calls.  We  sent 
out  our  training  plan  so  that  someone  could  use  it  as  a  training 
outline,  and  it  was  in  the  manual  too  so  that  they  could  use  it. 
After  Caesar  died,  I  guess  I  got  less  involved,  and  we  hired 
another  director.   It  was  pretty  much  carrying  out  work  that  had 
been  developed,  not  as  much  as  a  new  development  of  the  project. 

There  were  opportunities.  We  were  in  Mexico  and  Texas 
around  AIDS,  especially  with  children,  and  children  who  were 
sniffing  glue  and  getting  into  drugs  from  glue  sniffing  to  using 
drugs  with  needles,  and  developing  AIDS.   They  invited  us  down  for 
training.   There  were  a  lot  of  places  where  an  awareness  of  AIDS 
was  gradually  becoming  an  awareness  of  disability  because  AIDS  was 


222 

also  changing  at  the  time.   There  were  other  groups  that  were 
forming. 

The  AIDS  organizations,  themselves,  were  changing  more 
toward  job  placement  and  job  retention,  which  was  something  that 
we  were  doing  from  the  beginning.   There  is  a  lot  that  can  be  done 
there.   1  think  our  project  has  suffered  from  the  turnover  in 
personnel . 


Economic  Development  Initiative 


O'Hara:   When  you  said  earlier,  before  we  were  recording,  that  you  thought 
that  WID  should  do  more  with  economic  development,  what  do  you 
mean? 

Leon:     It  was  a  couple  of  years  before  Ed  died  that  Ed  got  on  this  idea 
that  there  were  these  hidden  barriers  out  there  that  were 
preventing  disabled  people  from  being  economically  self- 
sufficient,  and  that  the  barriers  were  a  combination  of  problems 
within  people  themselves  and  also  the  way  society  viewed 
disability.   He  was  very  interested  in  trying  to  figure  out  what 
WID  could  do  in  terms  of  helping  disabled  people  to  develop 
economic  opportunities. 

At  the  same  time,  I  was  very  interested  in  looking  at 
disabled  students  who  went  to  college  and  why  they  weren't 
working.   I  had  thought  that  if  disabled  youths  could  get  college 
educations,  they  would  then  be  armed  with  what  they  need  in  order 
to  break  through  the  barriers  to  employment.   What  we  were  seeing 
in  statistics  that  were  being  developed  was  that  they  weren't 
going  to  work.   The  unemployment  rate  among  disabled  people, 
especially  severely  disabled  people,  was  hardly  going  down  over 
the  decade. 

We  were  very  interested  in  what  was  causing  the  problem.   Ed 
set  up  a  task  force.   He  didn't  have  any  funding  for  it,  he  just 
set  it  up.   He  found  some  disabled  people  who  he  thought  were 
business  savvy:  a  stock  broker,  Neil  Jacobson  who  was  working  for 
a  bank,  and  a  few  people  who  were  working  in  economic  development 
and  minorities  and  economic  development  and  women.   Ralph  Abascal 
was  a  part  of  it.   Ralph  was  working  in  the  California  Rural  Legal 
Assistance  and  was  working  with  minorities  and  economic 
development.   [Robert]  Bobby  Friedman  who  had  set  up  his  own 
organization  on  women  and  economic  development,  and  some  other 
people . 
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O'Hara:   What  were  they  meaning  by  economic  development? 

Leon:     They  were  talking  about  ways  of  giving  poor  people  access  to 

economic  resources.   They  were  literally  talking  about  giving  them 
money.   How  can  you  help  poor  people?   How  can  you  help  people  who 
are  disadvantaged  get  money.   They  were  looking  at  everything. 
They  were  looking  at  welfare  benefits  and  what's  wrong  with 
welfare  benefits.   The  idea  was  just  beginning  to  come  in  vogue 
about  how  benefits  created  dependency  rather  than  independence, 
not  that  it  hadn't  always  been  there  as  an  undercurrent,  but  it 
was  becoming  a  much  more  prevalently  held  opinion. 

They  were  looking  at  how  you  can  help  people  move  from 
economic  dependency  to  economic  independency.   It  was  literally 
that  broad.   Bobby  Friedman,  who  is  a  philanthropist  and  who  is 
devoting  his  life  to  the  economic  development  of  women,  was 
looking  at  giving  women  on  welfare  savings  accounts.   As  part  of 
their  welfare,  they  would  get  a  certain  amount  of  money  in  a 
savings  account.   They  would  develop  these  equity  accounts  that 
they  could  use  for  whatever  they  wanted.   He  was  looking  at 
whether  they  used  them  to  develop  small  businesses  and  stuff  like 
that. 

He  was  doing  some  surprising,  but  interesting,  work.   At  the 
same  time,  there  were  these  efforts  going  on  overseas  in 
developing  countries  where  they  were  setting  up  these  loan 
programs  for  women  to  start  small  businesses.   They  were  really 
minute  loans,  or  credit  unions  that  would  be  formed  among  poor 
women.   They  would  pool  their  money,  and  you'd  get  fifty  dollars 
or  something,  which  would  be  enough  to  buy  a  cart  to  sell 
something  or  to  purchase  inventory  to  sell  so  that  you  could  buy 
fifty  dollars  more. 

Mostly,  we  were  looking  at  stuff  that  was  going  on  in 
developing  countries.   Then,  there  were  some  people  who  were 
working  in  the  field  of  poverty  that  were  looking  at  things  like 
Bobby  Friedman  was  saying,  the  bank  accounts.   We  were  wondering 
whether  something  like  that  could  be  done  for  people  with 
disabilities.   Ed  hired  Lee  Thorn  who  was  an  attendant  of  his  many 
years  ago.   Lee  was  a  Vietnam  vet  who  came  back  from  the  war  with 
a  number  of  lingering  disabilities.   He  was  very  bright  but  seemed 
to  have  a  hard  time  holding  a  job  for  very  long.   Lee  was  the 
facilitator  on  this  project. 

Ed  convened  these  task  force  meetings  up  until  he  died  [in 
March  1995).   They  produced  voluminous  transcripts  that  were  all 
over  the  map.   They  looked  at  all  kinds  of  things  that  were 
related  to  the  problems  disabled  people  had  with  money.   They 
looked  at  benefits.   They  looked  at  job  opportunities.   They 
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looked  at  self -employment .   They  were  trying  to  get  information  on 
incomes  of  families  with  a  person  with  disabilities.   There  is  a 
theory  that  you  don't  talk  about  an  income  of  an  individual.   You 
talk  about  how  much  purchasing  power  a  person  has.   You  have 
purchasing  power  not  only  because  you  earned  it  but  because 
someone  in  your  family  earned  it .  We  were  looking  at  what  we 
needed  to  study  in  order  to  provide  some  new  information. 

WID  had  been  previously  interested  in  looking  at  the 
spending  power  of  disabled  people.   Of  course,  we  were  very 
interested  in  launching  a  project  on  marketing  to  people  with 
disabilities.   We  had  done  a  seminar  with  the  banks.   Also,  Ed  was 
involved  in  a  coalition  in  San  Francisco  that  was  looking  at  red 
lining  by  banks  in  minority  communities.   Ed  was  the  only  one 
representing  the  disability  community.   He  went  in  there,  and  he 
had  to  almost  force  the  other  minority  groups  to  recognize  the 
fact  that  the  disabled  people  were  also  a  minority  group  who  were 
experiencing  equally  bad  problems  from  banks  and  others  because  of 
red  lining.   They  were  forcing  banks  to  make  commitments  to  make 
loans  in  minority  neighborhoods. 

Ed  was  also  looking  at  ways  which  you  could  negotiate  a 
block  of  jobs  for  disabled  people.   When  an  airport  opens  up, 
there  are  concessions  for  the  booths  in  the  airport.   Could  some 
be  set  aside  for  disabled  people?  His  task  force  was  looking  at 
the  minority  set  asides  in  contracting,  which  excluded  disabled 
people.   There  was  a  large  group  of  economic  issues  in  disability 
that  the  group  came  up  with.   Then,  when  Ed  died,  I  continued  it. 
We  had  invested  in  this  task  force.   We  had  talked  to  some 
foundations,  and  I  wanted  us  to  continue  and  actually  do  it. 

There  were  some  other  organizations  interested  in  WID 
becoming  a  clearinghouse.   And,  in  my  opinion,  it  fit  very  well 
into  WID's  mission  and  WID's  style.   We  could  identify  the  best 
examples  of  what  was  being  done,  and  we  could  package  it.   We 
could  go  out  and  educate  people  about  it.   We  could  collect  it  in 
our  library.   We  could  hold  forums,  and  we  could  promote  the 
development  of  prototype  programs  that  we  would  either  take  on 
ourselves  or  get  some  other  groups  to  take  on. 

Oh,  one  of  the  outcomes  of  the  task  force  was  we  decided 
that  self-employment  was  an  important  option  we  should  look  at  for 
disabled  people.   When  Ed  and  I  were  in  rehab,  self -employment  was 
a  very,  very,  very  limited  option  that  rehab  would  support,  and 
that  was  because  rehab  counselors  were  convinced  that  most  small 
businesses  fail.   The  idea  that  we  developed  was  that, 
pragmatically  speaking,  in  this  world  there  are  going  to  be 
disabled  people  who  are  not  hired  just  because  there  are  more 
candidates  that  are  more  attractive  for  some  reasons  or  another, 
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and  that  it  may  be  more  important  for  disabled  people  to  develop 
self -employment  than  for  other  groups  of  people. 


Early  Years  of  WID 

[Interview  10:  June  2,  1998]  II 

O'Hara:   Where  did  WID  start  out,  location-wise? 

Leon:  (You  know,  I've  neglected  to  mention  a  few  very  important  details, 
some  personal  history  actually,  that  had  a  major  impact  on  my  life 
and,  of  course,  my  decisions  about  WID  and  the  future.2 

As  I  looked  ahead  to  my  life  after  Rehab  and  the  possibility 
of  starting  WID,  an  important  thing  happened  in  my  personal  life. 
My  husband  Dennis  and  I  found  that  our  marriage  was  becoming  more 
of  a  struggle  for  both  of  us  to  maintain.  Maybe  it  was  largely 
me,  that  I  became  aware  that  I  could  not  continue  to  put  my  life 
and  work  second  to  his,  that  there  were  things  I  wanted  to  do, 
ways  I  wanted  to  live,  that  were  increasingly  incompatible  with 
his  lifestyle.   Also  the  girls,  Ann  and  Susan,  were  going  through 
the  difficult  teenage  years  and  were  battling  a  lot  with  their 
dad,  which  added  to  the  problems  that  we  all  had  as  a  family. 
Dennis  in  early  1983  was  on  a  sabbatical  from  the  California 
College  of  Arts  and  Crafts  and  he  chose  to  use  that  time  to  go  to 
the  Djerassi  Foundation,  an  art  colony  on  the  Peninsula,  where  he 
lived  and  worked  on  an  enormous  piece  of  sculpture.   So  he  was 
away  for  several  months.   This  was  during  the  time  when  Judy  and 
Ed  and  I  were  meeting  about  the  formation  of  WID  and  I  was 
considering  graduate  school.   Life  was  a  great  deal  more  peaceful 
with  Dennis  away  and  when  he  returned,  we  found  it  very  hard  to 
resume  our  former  life  and  decided  to  separate.   It  was  very 
difficult  for  him  and  for  me  (the  girls  were  inscrutable--! 
thought  they'd  be  pleased  but  they  were  actually  angry  at  both  of 
us).   So  1983  was  a  very  important  year  for  us  as  a  family  and 
quite  a  traumatic  time. 

Also  during  that  time  I  became  reacquainted  with  Ramon 
Jimenez,  a  man  who  worked  for  Rehab  and  who  I  had  met  years  before 
when  he  was  a  community  resource  specialist  assigned  to  work  with 
CIL.   Ramon  was  one  of  those  rare  civil  servants  who  was  smart, 
fair,  and  compassionate.   During  my  Rehab  years  I  used  to  consult 
him  from  time  to  time  to  advise  me  on  how  Ed  and  I  should  deal 


•Bracketed  section  was  inserted  by  Ms.  Leon  during  the  editing  process, 
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with  an  independent  living  center  or  rehabilitation-related  issue 
or  problem.   I  sought  his  advice  because  I  trusted  his  honesty  and 
his  values,  which  I  thought  were  very  close  to  ours.   In  1983,  as 
we  worked  on  the  startup  of  WID,  I  met  Ramon  again  and  he  invited 
me  to  call  upon  him  and  to  use  the  resources  of  his  office  (he 
worked  in  one  of  Rehab "s  Berkeley  offices)  to  put  out  our 
proposals  for  the  development  of  WID.  We  became  friends  and 
gradually  that  relationship  deepened  and  eventually  Ramon  and  I 
married. 

As  we  have  worked  on  this  oral  history,  I  have  been 
reluctant  to  speak  much  about  my  personal  life,  but  this  was  a 
very  important  development  and  had  a  strong  bearing  on  my  work  to 
create  WID  and  my  personal  effort  to  reshape  my  life.   Ramon  has 
been  an  enormously  important  part  of  my  life  and  my  work,  and  I 
wouldn't  want  to  leave  him  out  of  my  personal  history.) 

Well,  you  know,  we  really  got  working  on  WID  after  we  left 
the  state  government  in  Sacramento.   Judy  and  I  were  working  out 
of  Judy's  house.   Then  we  were  going  up  to  Sacramento  occasionally 
to  visit  Ed,  and  Ed  continued  to  live  in  Sacramento.   That  was  the 
first  year.   We  had  no  funding  the  first  year.  We  were  both  on 
unemployment.   I  had  gone  back  to  UC  Berkeley.   I  decided  to  go 
after  an  advanced  degree  while  we  were  doing  it.   I  would  work  at 
home  on  WID  and  then  meet  at  Judy's. 

Then  at  the  end  of  the  year,  when  we  got  our  first  funding, 
we  got  a  grant  from  the  University  of  California,  from  Phil  Lee's 
shop,  and  then  we  started  to  work  out  of  Judy's  house,  and  we 
hired  an  AA  to  work  with  us,  who  actually  was  located  in  Judy's 
kitchen. 

O'Hara:   Let's  pause  for  a  minute. 

[tape  interruption] 
O'Hara:   So  WID  actually  existed  in  Judy's  house  for  a  while. 

Leon:    Yes.   Judy  had  a  Selectric  typewriter.   We  worked  out  of  Judy's 

house,  then  we  got  the  San  Francisco  Foundation  grant,  and  as  the 
first  semester  came  to  an  end  at  the  university  and  I  decided  to 
take  a  leave,  and  we  decided  we  would  both  work  full  time  on  WID. 
That's  when  we  approached  the  school  district,  and  they  had  a 
school  administration  building  on  Oregon  Street  in  Berkeley  that 
was  not  earthquake-safe,  and  they  could  no  longer  use  it  for 
students.   They  were  just  filling  it.   Ron  Dellums'  office  was  in 
there,  and  the  Urban  League.   They  had  this  whole  corner  space. 
We  decided  to  take  that  over. 
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Leon: 


O'Hara: 
Leon: 
O'Hara: 
Leon: 


When  I  went  over  to  see  it  with  the  folks  from  the  school 
district,  I  asked  them  what  they  wanted  as  rent,  and  they  turned 
around  and  said,  "Well,  what  can  you  afford?"   I  told  them  what  we 
put  in  the  budget,  and  they  said,  "That'll  be  fine."  So  they 
rented  it  to  us  for  whatever  we  could  pay.   Then  we  started  to 
call  around  and  see  if  we  could  get  used  desks  and  other 
equipment.   I  know  that  we  got  partitions  from  the  university. 
The  computer  department  was  throwing  out  all  its  old  partitions, 
and  over  a  weekend  I  went  up  and  got  them,  using  Ann's  truck. 
Kathy  Martinez  came  with  me.   And  then  Kathy  Martinez  came  over, 
and  she  and  one  of  Kitty's  attendants  were  washing  the  partitions, 
which  were  absolutely  filthy.   Ramon  was  installing  them.   All  the 
connections  were  broken,  but  he  figured  out  some  way  of  installing 
them.   We  did  the  whole  thing  like  that.   We  got  some  students 
from  Ann's  class  —  she  was  at  the  Independent  Learning  School  —  to 
come  over. 


O'Hara:   Ann  who? 


Ann,  my  daughter,  Ann.   To  come  over  for  community  service,  and 
they  painted  the  interior.   Joan  Coyle  got  us  some  free  paint  from 
a  place  on  University  Avenue,  and  we  started  to  scrounge  up  stuff. 
We  had  a  little  bit  of  trouble  getting  typewriters,  but  we  did 
manage  to  get  them.   Everything  we  had  was  used,  and  we  opened  our 
doors.   It  was  really  quite  exciting. 

We  stayed  on  Oregon  Street  for  I  would  think  it  was  about 
five  years.  No,  it  couldn't  have  been  that  long.  Maybe  about 
four  years. 


Starting  in  '84? 

Yes. 

So  why  did  WID  move? 


\ 


Well,  shortly  after  we  moved  into  Oregon  Street,  Ed  won  his 
MacArthur,  and  because  he  won  the  MacArthur,  that  enabled  him  to 
really  get  out  of  the  financial  bind  he  was  in,  and  it  also  just 
energized  him  tremendously,  and  he  moved  down  from  Sacramento  to 
the  Bay  Area.   The  MacArthur  came  with  a  small  grant  for  his 
support  staff,  so  we  hired  a  part-time  AA  to  work  with  Ed,  and  he 
started  to  come  into  the  office  without  being  paid.   He  was  using 
his  MacArthur  to  support  himself. 

As  the  grants  came  in,  we  just  hired  more  and  more  people. 
It  began  to  get  crowded.   I  know  that  a  year  after  we  moved  in,  we 
had  a  burglary,  and  someone  stole  computers  we  had.   Another  time, 
someone  broke  in  through  a  window  in  the  back,  while  we  were  all 
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there  in  the  front  [chuckling],  and,  you  know,  the  area  had  its 
problems,  but  we  actually  felt  safe  enough  there.   I  think  it  was 
we  decided  we  had  to  move  after  we  got  the  first  research  and 
training  center  grant.   It  was  going  to  require  that  we  add  more 
staff.   We  had  already  moved  into  another  office  down  the  hall  on 
Oregon  Street,  and  so  we  had  taken  up  as  much  space  as  we  could 
get  on  Oregon  Street. 

We  had  an  administrator  at  the  time.   Caesar  Perrotti  had 
been  hired.   Caesar  had  the  job  of  finding  us  a  site.   That  was 
when  he  found  the  site  downtown  on  16th  Street. 

O'Hara:   That  was  1720  Oregon? 

Leon:     Yes. 

O'Hara:   And  what's  the  address  on  16th? 

Leon:    510  16th  Street  in  Oakland.   We  didn't  really  want  to  move  to 

Oakland,  but  we  were  actually  insistent  that  we  be  very  close  to 
BART  because  we  had  international  visitors  and  we  had  to  have  a 
first-floor  site,  and  there  really  was  very  little  available  in 
Berkeley,  and  Oakland  was  just  a  big  deserted  area.   This  building 
had  just  been  earthquake-retrofitted,  and  it  had  a  very  attractive 
ground  floor. 

O'Hara:   Was  W1D  on  the  ground  floor  only,  to  start  with? 

Leon:     Yes,  yes.   We  occupied  the  entire  ground  floor.   We  were  a  little 
afraid  that  we  couldn't  afford  the  rent  and  we  didn't  need  all  the 
space,  and  we  actually  were  thinking  of  subletting  the  area  in  the 
front.   Just  as  we  were,  by  the  way,  on  Oregon  Street.   We  almost 
rented  part  of  the  office  space  on  Oregon  Street.   In  fact,  when 
we  had  first  moved  into  Oregon  Street,  we  had  a  families  project? 
No,  not  the  families  project.   The  project  that  works  in  the 
schools  with  children.   The  KIDS  Project.   The  KIDS  Project  took 
over  a  little  office  inside  Oregon  Street  for  a  year  because  we 
had  too  much  space  [chuckling],  and  then  they  moved  out. 

But  we  were  always  cautious.   You  really  couldn't  tell  how 
much  we  were  going  to  grow  and  how  long  the  money  would  last. 
Since  we  were  always  on  year-to-year  grants,  we  were  hesitant 
about  making  too  many  commitments.   But  we  did.  We  moved  to 
downtown  Oakland.   We  brought  in  a  really  fine  architect  to  help 
us  design  our  offices  on  16th  Street.   His  name  was  Sym  Van  der 
Ryn.   He  was  a  state  architect  during  the  Jerry  Brown 
administration.   He  came  in,  and  he  designed  the  great  big  area  so 
that  it  was  like  a  commons,  a  park  area.   He  designed  it  so  it 
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would  be  plenty  of  room  for  people  to  move  about  in  wheelchairs 
and  be  open  and  inviting. 

It  was  kind  of  fun.   It  was  a  precursor  of  the  stuff  we're 
now  doing,  now  with  the  Ed  Roberts  Campus,  of  looking  at  what  kind 
of  design  would  be  ideal  for  an  organization  like  ours. 

O'Hara:   And  when  WID  expanded,  you  took  on  more  floors. 

Leon:    We  took  on  the  third  floor,  and  we  had  the  same  architect  come 

back  and  renovate--we  took  on  half  the  third  floor—they  came  back 
and  built  the  offices  in,  and  that's  where  we  put  our  library  and 
finance  and  some  of  the  offices  that  didn't  have  as  much  public 
contact,  by  elevator. 

Then,  when  the  International  Project  grew,  we  added  half  of 
the  fifth  floor,  and  then  after  that  we  were  doing  quite  a  bit  of 
training  and  were  bringing  some  people  from  other  countries  to  be 
trained  in  the  Bay  Area,  and  we  were  spending  a  lot  of  money 
renting  space  for  training  and  for  classroom  space.   So  we  took 
over  the  second  floor,  which  we  thought  we  would  use  for  training 
and  meetings  and  stuff  like  that.   So  at  one  point  we  had  four 
floors—we  only  had  half  of  the  third  and  the  fifth,  the 
equivalent  of  three  floors  of  space—and  we  had  sixty  employees  at 
that  time,  many  of  whom  were  part-time.   But  we  had  a  lot  of 
space,  and  we  had  a  lot  of  desks  [laughing]  for  people. 

O'Hara:   Did  that  fluctuate  more  than  once,  that  you  condense  or  contract 
the  space? 

Leon:    When  we  looked  back,  we  had  this  continual  pattern  of  just 

doubling  in  size.   We  had  a  really  substantial  growth— it  wasn't 
even  a  curve,  you  know- -growth  line,  a  diagonal  growth  line.   It 
was  Marian's  job.   She  told  us  when  we  reached  the  one  million 
mark  and  the  two  million  mark  and  then  the  three  million  mark,  and 
she  would  draw  these  charts  on  her  computer.   It  really  looked 
like  WID  was  doubling  in  size  every  couple  of  years. 

O'Hara:   You  mean  the  million  for  revenue? 

Leon:    Yes,  yes.   That  continued  until  we  reached  a  plateau.   We  got  a 
$1.5  million  grant  from  AID  to  work  in  Russia.  It  was  only  for  a 
year  and  a  half.   That  was  our  highest  revenue  point,  and  when 
that  grant  came  to  an  end,  there  was  no  chance  of  it  being 
replaced.   That  was  not  what  AID  had  in  mind.   In  fact,  the  whole 
attitude  in  the  country  toward  support  for  Russia  was  changing, 
and  there  was  a  lot  of  fear  about  whether  Russia  was  a  stable 
country.   So  that  money  would  not  continue,  and  that  started  us 
tightening  up  and  reducing  personnel. 
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There  were  a  couple  of  other  grants  that  also  didn't  renew, 
as  we  had  always  expected.  We  were  doing  a  lot  of  short-term 
grants,  and  it  was  always  a  responsibility  of  the  people  that  we 
were  funding,  that  we  hired,  to  maintain  the  projects.   I  would 
work  on  the  renewal  application  and  all  that,  but  you  expected  the 
people  who  were  running  the  particular  projects  to  be  developing  a 
plan  for  their  future. 

For  example,  in  AIDS,  they  started  with  a  three-year  initial 
grant,  but  it  was  their  job  to  keep  their  eyes  open  for  other 
grants  and  to  also  plan  their  work  and  strategize  where  they 
wanted  to  go.   Some  of  them  could  do  that  better  than  others. 
Some  of  them  could  never  quite  get  a  handle  on  that.   So  even 
though  you  helped,  you  really  couldn't  help  them  that  much.   So 
there  were  projects  that  fell  away.   There  was  an  aging  project 
that  was  operable  for  maybe  four  years  that  closed.   You  know,  it 
was  just  that  the  funders  had  other  priorities,  and  the  people  who 
ran  the  project  for  any  number  of  reasons  couldn't  raise  the 
continuing  money. 

O'Hara:   Was  funding  more  difficult  to  get  in  the  nineties  than  it  was  in 
the  eighties? 

Leon:    I've  always  thought  that  there  were  enough  grants  out  there, 

especially  federal,  government  grants,  to  maintain  several  WIDs. 
One  of  the  most  fortunate  and  serendipitous  things  was  that  WID 
came  into  existence  just  about  the  time  when  the  federal 
government  became  conscious  of  what  it  hadn't  been  doing  in 
disability  and  made  it  a  new  priority  to  finally  do  some  research 
on  disability.   To  look  at  what  the  situation  really  was. 

Of  course,  we  encouraged  that  very  strongly.  As  a  result  of 
our  encouragement,  there  were  a  lot  of  requests  for  proposals  out 
there,  many  that  we  didn't  go  after,  a  great  many  that  we  could 
have  gone  after  but  didn't  because  they  take  a  lot  of  time.   Our 
board  and  we,  ourselves,  kept  being  afraid  that  we  would  spread 
ourselves  too  thin  and  go  too  far,  just  too  broad,  especially  with 
the  experience  we  were  having  in  that  the  people  we  hired  weren't 
necessarily  able  to  maintain  and  keep  the  projects  alive,  and  we 
didn't  want  a  project  to  end  too  soon  because  that  would  mean  it 
really  didn't  have  its  full  impact,  at  least  in  my  mind. 

O'Hara:   I  was  thinking  of  what  I  think  the  budget  was  in  1993,  almost  $4 
million,  as  I  recall? 

Leon:    Yes. 

O'Hara:   And  then  recently  I  think  I've  heard  that  it  has  a  $2  million 
budget . 
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Leon:     Yes. 

O'Hara:   I  wondered  if  it  was  because  grants  were  more  difficult  to  obtain 
or  was  there  another  reason? 

Leon:    Well,  I  think--as  I  said,  there  was  this  $1.5  million  Russia 

grant.   The  international  grants  were  always  extremely  difficult 
to  raise.   It  was  a  source  of  tremendous  frustration  to  all  of  us 
that  we  couldn't  find  sources  that  would  be  interested  in 
supporting  our  work  in  other  countries. 

O'Hara:   So  that  was,  then,  somewhere  in  the  mid-nineties  was  the  end  of 
the  international. 

Leon:    Yes. 

O'Hara:   That's  what  the  hump  was  in  the  budget. 

Leon:     Yes.   There  still  is  an  international  project.   There's  still  a 
federal  grant  that  we  have.   It's  a  five-year  grant  for  an 
exchange  of  experts  and  information.   But  we  do  that  in 
collaboration  with  three  other  projects,  and  so  we  spread  the 
money  about  quite  a  bit.   We  don't  really  get  that  much  money  in 
for  WID.   But  it's  a  huge  problem  that  still  has  to  be  dealt  with. 
The  last  year  I  was  there,  we  were  beginning  to  work  on  Kellogg, 
to  get  funding  from  Kellogg  to  work  in  Latin  America.   It's  a  slow 
job,  but  we  were  working  on  it.   I  hope  that  will  continue. 


WID  Strives  to  Be  a  Model  Workplace 


O'Hara:   You  tried  to  make  WID  a  model  workplace, 
that? 


What  did  you  mean  by 


Leon:    I  wanted  WID  to  be  an  environment  that  would  be  conducive  for 
people  with  disabilities  to  work,  that  no  matter  what  your 
disability  was,  that  you  could  work  well  in  this  organization.   It 
seemed  to  me  that  that  was  a  basic  tenet  of  our  value  system.   We 
were  dedicated,  we  were  committed  to  hiring  people  with 
disabilities.   There  was  this  idea  that  was  really  prevalent  in 
society  that  severely  disabled  people  have  tremendous  difficulty 
working  in  the  regular  work  world,  and  it's  too  much  to  expect  of 
corporations  and  businesses  to  be  able  to  accommodate  people. 

I  was  convinced  it  was  not,  that  there  was  a  way  in  which  we 
could  do  it.  My  feeling  about  it  was  that  if  we  could  accommodate 
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disabled  people,  we  could  accommodate  anyone,  and  that  we  should 
offer  everyone  in  the  organization  reasonable  accommodation. 

O'Hara:   What  was  that? 

Leon:    It  was  really  such  a  nice  innovation.   I  was  the  CEO  at  the  time, 
and  the  last  thing  I  wanted  was  to  be  in  the  position  where  I  was 
making  decisions  about  who  got  some  adaptive  equipment  or  an 
attendant  and  who  didn't.   So  we  formed  a  committee  of  employees, 
of  disabled  employees,  and  it  was  their  job  to  review  all  the 
affirmative  action  requests  and  to  make  a  recommendation  to  me  or 
to  Caesar.   Then  we  would  implement  them  depending  on  if  the 
budget  would  permit  us  to. 

We  started  out  by  taxing  every  project  a  certain  percentage. 
That  we  said  was  for  reasonable  accommodation.   We  just  pulled  a 
number  out  of  the  air  because  we  didn't  know  what  our  reasonable 
accommodation  needs  would  be.   It  was  something  like  2  percent. 
So  every  project  had  a  2  percent  tax,  and  we  just  took  it  off. 
People  would  get  all  upset  that  we  were  taking  off—and  I  had 
personal  responsibility  for  writing  it  in  budget  justifications 
because  I  knew  we  could  justify  it.   We  came  up  with  this 
statement  about  how  we  employed  disabled  people  and  how  we  were 
spreading  the  costs  among  all  the  programs  so  that  no  one  program 
ever  has  to  be  in  the  situation  where  it  has  to  say,  "I  can't 
afford  to  hire  that  person  who  is  deaf  because  I  can't  afford  the 
interpreter."  It  would  come  out  of  the  central  pot. 

It  was  really  a  beautiful  idea,  and  it  enabled  us  to 
accommodate  the  special  needs  of  many  people.   Employees  would  do 
their  own  policing.   They  would  question  whether  somebody  was 
asking  for  an  attendant  because  they  just  wanted  an  assistant  and 
they  didn't  really  need  it.   And  they  would  ask  those  kinds  of 
questions.   They  tended  to  decide  that  people  needed  all  kinds  of 
equipment.   People  did,  and  so  we  bought  all  kinds  of  stuff. 

O'Hara:   Such  as? 

Leon:     Oh,  scanners  and  voice-operated  computers  and  TTYs  and--oh,  gee- 
desks  that  were  adaptable,  chairs  that  were  adaptable.   There  was 
one  person  who  had  a  psychiatric  disability  and  was  afraid  of 
someone  coming  up  behind  her,  so  we  altered  her  office 
[chuckling].   We  gave  people  flex  time;  we  allowed  people  to  work 
at  home.   No  matter  what  you  asked  for,  we  would  try  to 
accommodate  it. 

Sometimes  I  wonder  if  we  didn't  go  too  far,  but  there's 
always  that  question.   Because  the  other  thing  that  you  don't  want 
to  do  is  you  don't  want  to  have  an  organization  and  get  the 
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organization  funded  for  the  benefit  of  its  employees  primarily. 
It  ought  to  be  for  the  benefit  of  its  work.   So  there  was  always 
that.   That  became  a  source  of  stress.   But  the  employees  really 
liked  the  idea  of  the  model  workplace. 

I  had  never  wanted  to  be  the  strong,  dominant  boss  of  an 
organization,  and  1  never  wanted  to  be  the  one  that  made  all  the 
decisions.   It  just  wasn't  a  role  that  suited  my  personality  or 
interests.   So  I  was  happier  in  an  organization  where  I  felt  there 
was  a  lot  more  input  from  people  and  a  lot  more  decentralization. 
This  was  one  of  the  ways  I  thought  I  could  do  that. 

We  did  a  little  bit  of  promulgating  of  the  idea.   I  fully 
believe  that  we  had  come  upon  an  approach  that  would  work  with 
almost  any  other  kind  of  organization  and  that  would  enable  the 
costs  to  be  spread  so  widely  that  it  would  never  be  a  burden.   I 
felt  that  was  a  very  important  message  that  we  had. 

O'Hara:   Did  you  include  that  in  grants,  in  grant  proposals  that  you  wrote? 
Did  you  include  the  2  percent? 

Leon:     Yes. 

O'Hara:   For  reasonable  accommodation. 

Leon:    Some  of  them  would  really  balk,  especially  if  it  was  a  large 

grant.   I  mean,  $500,000  a  year  for  five  years,  and  it  gets  to  be 
a  lot  of  money.   They  would  want  to  know  exactly  how  the  people-- 
who  were  funding  the  project- -would  benefit  from  it.  We  just 
resisted.   We  would  just  list  the  disabilities  among  the  employees 
and  the  kinds  of  accommodation.   You  see,  we  had  right  on  our 
side.   We  would  take  the  moral  high  ground.   It  usually  worked. 
If  they  were  going  to  give  us  money  fox  something,  they  would  give 
us  money  for  that. 

It  was  an  imperfect  system  because  we  were  often  applying 
for  federal  grants  that  came  with  a  dollar  limit.   We  would 
propose  for  the  limit,  and  then  we  would  add  on  top  of  it  an 
additional  cost  for  reasonable  accommodation. 


O'Hara:   Oh,  I  see. 

Leon:    Because  we  said  that  we  couldn't  write  a  competitive  proposal 

because  we  would  be  spending,  money  that  someone  else  would  spend 
on  a  researcher,  we  were  spending  on  personal  assistants  and 
stuff.   That  succeeded  with  the  Department  of  Education.   We  got 
additional  money  every  year.   So  that  was  the  arrangement.   But  it 
was  an  interesting  idea,  and  we  did  write  up  something  about  it. 
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We  presented  on  it,  I  think,  at  the  President's  Committee  and  some 
other  places. 

O'Hara:   Was  this  an  original  idea,  to  include  it  in  grant  proposals? 

Leon:    Yes.   I  think  the  committee  idea  was  an  original  idea.   The 

committee  started  to  fall  away  when  we  lost  employees.  When  you 
had  sixty  employees,  it  was  very  easy  to  pull  together  a  group  of 
people  and  have  them  review  reasonable  accommodation,  but  as  the 
employee  pool  got  smaller  it  was  more  difficult.  We  also  had  a 
priority  to  hire  people  with  disabilities,  even  though  it  was  not 
in  our  bylaws.   We  had  in  our  bylaws  that  50  percent  of  the  board 
had  to  be  disabled.  We  never  had  in  our  bylaws  that  50  percent  of 
the  employees  be  disabled. 

But  I  was  determined  that  we  would  make  it  a  priority,  and  I 
required  that  every  applicant  pool  for  a  new  position  had  to  have 
a  disabled  person  in  it.   Every  final  applicant  pool,  people  you 
were  actually  going  to  interview,  not  people  who  just  applied. 
But  I  didn't  require  that  you  hired  a  disabled  person,  but  people 
got  the  message  that  you  were  going  to  be  questioned  if  you 
didn't.   If  you  didn't  choose  a  disabled  person,  someone  was  going 
to  ask  you  why.   That  was  perceived  as  a  bit  of  a  burden  by  some 
of  the  staff.   They  thought  that  we  had  a  double  standard:  we 
accepted  disabled  people  where  we  didn't  accept  non-disabled 
people  as  readily.   It  was  sort  of  a  double  standard. 

Also,  as  we  lost  employees,  it  was  difficult  to  maintain  a 
good  enough  balance  of  disabled  and  non-disabled  employees.   Then 
after  Ed  died  and  Judy  moved  on,  it  was  difficult  to  maintain 
disabled  people  as  the  majority  of  the  highest-ranking  employees, 
because  they're  the  ones  that  left,  you  know?   So  there  were 
problems  of  maintaining  a  balance  of  disabled  and  non-disabled 
employees . 

O'Hara:   Why  was  it  difficult? 

Leon:    Well,  there  was  a  point  when  Ed  had  died  and  Judy  left,  and  then 
there  was  a  finance  person  and  me  and  the  international  person,  I 
think.   We  were  all  able-bodied  white  females.   You  know,  that 
kind  of  thing.   But  we  were  the  senior  employees.   It  was  just 
difficult.  We  did  find  that  the  disabled  candidates  tended  to 
have  less  work  experience.  We  hired  Suzanne  as  the  interim 
director  for  international  because  we  wanted  a  disabled  person, 
but  we  needed  someone  to  move  into  that  job  who  could  write  grant 
proposals  when  Judy  left,  and  she  took  the  job,  and  we  could  never 
find  a  disabled  person  who  could  do  as  well  as  she  could.   She 
really  worked  —  she  deserved  the  job.   She  didn't  have  a 
disability.   That  was  a  problem. 
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It  became  something  that  we  would  all  talk  about  at  WID, 
whether  WID  was  there  to  hire  disabled  people,  employ  disabled 
people,  or  WID  was  there  to  get  the  work  done.   You  know,  it  was  a 
board  issue,  too.   You  may  have  remembered  it.   It  was  a  serious 
question.   I  believe  it  probably  still  is  because  we  certainly 
didn't  want  to  be  a  sheltered  workshop,  and  we  had  absolute 
necessity  to  do  the  best  work  we  could  do. 

O'Hara:   Going  back  to  your  accommodations,  were  some  accommodations 

refused?   I'm  thinking  of  the  less  tangible  disabilities.   How  did 
the  committee  handle  things  like  chemical  sensitivity,  chronic 
fatigue? 

Leon:     The  committee  was  very  accommodating.   We  brought  on  an  employee, 
Tanis  Doe,  who  had  chemical  sensitivities.   The  committee 
recommended  that  we  implement  some  policies  around  making  it  a 
safe  workplace  for  people  with  chemical  sensitivity.   We  did  that. 
It  was  hard.   The  problem  was  that  we  could  never  have  the  walls 
repainted  or  the  carpets  cleaned.   But  the  entire  time  that  Tanis 
worked  at  WID,  we  never  had  the  walls  painted  or  the  carpets 
recleaned.   There  were  other  things  that  we  never  did,  you  know? 
We  closed  the  offices  when  something  went  wrong  with  the 
ventilation  system.   You  know,  we  just  simply  did  it.   We'd  ask 
people  to  even  wash  their  cologne  off  as  they  came  in. 

O'Hara:   Say  that  again? 

Leon:    We'd  ask  people  to  leave  and  wash  their  cologne  off  if  they  came 
in  and  they  had  perfume  on. 

O'Hara:   I  see.   How  did  that  work? 

Leon:    Well,  if  you  noticed  it  when  someone  came  in  the  door,  you'd  tell 
them  that  we  were  a  chemical- free  environment  and  that  we  had  an 
employee  that  would  be  made  sick.   I  never  knew  if  it  would  work. 
I  always  wondered  how  in  the  world  it  would  help  if  you  had 
someone  go  and  wash  their  neck  or  something  because  they  had  put 
cologne  on.   I  really  had  my  doubts,  but  we  did  it.   Reluctantly, 
we  did  it.  We  warned  people  on  the  phone  before  they  came.   We 
tried  very  hard.  We  certainly  didn't  do  it  as  well  as  Tanis  would 
have  liked  us  to  do  it,  but  it  was  a  real  learning  experience. 
It's  hard  to  learn. 

I  don't  remember  any  accommodations  we  denied,  other  than 
some  of  the  ones  that  were  requested  by  the  psychiatrically- 
disabled.   We  found  it  more  difficult  to  deal  with  people  who 
didn't  take  their  medications  who  had  psychiatric  disability. 
That  was  a  problem.   We  had  several  instances  where  people  would 
be  acting  out  in  the  office.   We  began  to  have  more  and  more 
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employees  with  psychological  disabilities,  and  then  there  was 
always  the  question  there,  too,  about  labeling  someone  who  has  a 
psychiatric  disability—or  an  emotional  disability—for  a  certain 
period  of  time,  and  then  is  better  and  comes  to  work  and  no  longer 
wants  to  have  it.   Do  they  lose  the  accommodation?  That  kind  of 
thing.   So  we  had  the  same  problems  that  I'm  sure  that  every  place 
does.   But  we  really  tried  to  accommodate  people. 

tt 

O'Hara:   1  had  asked  you  if  you  tried  for  other  kinds  of  diversity,  and  you 
said  certainly  racially. 

Leon:    Yes.   I  remember  reacting  to  personnel's  telling  me  that  they 

couldn't  find  any  people  of  color  who  were  disabled.   I  know  that 
I  recruited  Karyl  Eckels.   I  just  took  her  to  lunch  and  told  her 
how  wonderful  WID  was  [laughing]  and  that  there  was  a  job  opening, 
and  she  applied.  And  I  remember  when  I  was  in  Sacramento,  working 
in  the  Jerry  Brown  administration,  there  was  a  real  push  to  hire 
minorities . 

We  hired  an  Hispanic  affirmative  action  officer  and  he  would 
go  to  the  park  on  the  weekend  where  the  low-riders  would  be,  and 
he  would  talk  to  people  about  how  Rehab  was  looking  for  employees. 
In  L.A.  he'd  go  to  the  barrio,  or  so  he'd  tell  me.   I  knew  that 
was  how  you  did  it,  that  you  went  and  looked  for  people  where  they 
hung  out.   But  I  would  certainly  push  for  it,  but  it  was  always 
disappointing.   We  didn't  have  as  many  minorities  as  we  would  have 
liked. 

It's  possible  they  didn't  take  these  degrees.   That  was 
possibly  one  of  them.  We  were  looking  for  researchers,  and  the 
research  team  would  say,  "We  have  to  have  Ph.D.s,"  but  there 
wouldn't  be  any  Ph.D.s  in  the  hiring  pool,  you  know,  that  were 
minorities.   So  we  wound  up  hiring  more  minorities  who  were  in 
clerical  positions  than  in  the  Ph.D.  positions.  We  tried  to  hire 
disabled  people  as  our  consultants.   I  found  a  disabled  person 
who's  a  graphic  designer,  who  designed  all  our  materials  for  a 
while.   He  was  really  good,  I  thought.   He  did  our  seven-year 
report,  which  is  really  quite  spectacular. 

Then  through  a  recommendation  from  CIL  I  found  another 
graphic  designer  who  was  disabled,  but  she  wasn't  quite  as  good  as 
a  non-disabled  guy  that  I  was  using.   Then  Marian  [Conning)  found 
an  auditor  who  was  Asian  and  post-polio.  We  took  particular 
delight  in  finding  these  people  to  be  our  consultants.   It  really 
made  you  feel  good  to  do  that.   It  was  like  we  were  practicing 
what  we  were  preaching. 
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O'Hara:   Was  gender  balance  of  any  concern  or  did  it  just  happen? 

Leon:    No,  it  didn't  happen.  We  had  very  few  males.   We  had  very  few 
heterosexual  males,  is  what  we  had. 

O'Hara:   Why? 

Leon:    Well,  I  think,  you  know,  we  had  an  AIDS  project,  and  so  the  first 
people  that  would  come  to  work  at  WID,  who  were  people  with  AIDS, 
tended  to  be  gay  men.   I  think  it's  a  problem  that  is  throughout 
the  nonprofit  sector.   I  think  there  are  certain  people  that  tend 
to  move  toward  nonprofit  work,  and  they  tend  to  be  women. 

O'Hara:   Why  is  that? 

Leon:     It's  another  kind  of  caring  profession.   You  earn  maybe  two- 
thirds,  at  best,  or  half  of  what  you  would  in  the  private  sector, 
and  people  are  motivated  because  they  want  to  change  the  world. 
They  have  causes.   Maybe  a  cause  like  disability  motivates  women 
more,  as  women  are  caregivers  historically  and  probably  by  nature. 
That's  what  the  applicant  pool  seemed--in  f inance--you'd  have  men 
applying,  but  the  applicant  pool  was  largely  women,  as  I  recall. 


Judy  Heumann's  Appointment  to  Post  in  Washington,  1993 


O'Hara:   Well,  Judy  left  in  what  year? 

Leon:    It  was  the  year  Clinton  was  elected. 

O'Hara:   Clinton  was  elected,  I  think,  in  November  '92.   Judy  left  the 
following  June  or  something  like  that? 

Leon:    Yes,  yes,  yes,  yes. 

O'Hara:   What  was  the  impact  of  her  leaving?  Well,  first  of  all,  why  did 

she  leave? 

Leer. :    Judy's  impetus  for  starting  WID  was  she  really  wanted  to  change 
society,  and  she  wanted  to  change  people's  awareness  of  the 
problems  that  disabled  people  face  and  the  barriers  that  exist  in 
society.   She  had  become  very  active  in  the  ADA.   In  fact,  she  had 
taken  a  leave  from  WID  and  had  registered  as  a  lobbyist  in 
Washington  and  was  working  in  Congress  around  the  passage  of  the 
Americans  with  Disabilities  Act.   One  of  her  roles  at  WID  was 
always,  in  fact,  all  three  of  us  were  very  actively  involved  in 
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commenting  on  federal  legislation.  We  were  all  very  interested  in 
changing  the  country's  policies. 

Judy  was  the  strongest  of  all  of  us  in  that  area.   She  was 
also  very  politically  minded.   She  had  run  for  city  council  in 
Berkeley,  which  would  have  been  a  part-time  job,  which  she  would 
have  done  as  part  of  her  work  at  WID.   But  she  always  had  a  strong 
interest  in  being  a  political  leader,  and  so  she  was  active  in  the 
Democratic  party  during  the  election.   She  was  strongly  motivated, 
very  strongly  motivated  to  identify  disabled  people  and  to 
recommend  them  for  positions  in  the  administration.   It  was  one  of 
the  most  important  things  she  could  do  as  far  as  I  could  tell. 
That  was  a  real  strong  driving  force. 

I  remember  talking  with  her  about  whether  she  would  take  the 
Rehab  commissioner  job  or  the  assistant  secretary  job.   That  was 
the  one  job  she  was  interested  in  taking.   She  wanted  it  because 
she  thought  that  she  would  then  have  a  national  platform  from 
which  she  could  talk  about  special  education  and  about  employment 
of  disabled  people  and  the  problems  of  the  severely  disabled.   It 
was  really  a  perfect  job  for  her. 

O'Hara:   How  did  she  get  it? 

Leon:     You  know,  I  really,  I  think  she  talked  to  a  number  of  people  who 
were  active  in  the  campaign.   I  think  we  should  ask  her.   But  I'm 
sure  it  was  that  she  was  talking  with  the  people  who  were  in  the 
campaign,  in  the  Clinton  camp.   The  Clinton  camp  did  have  someone, 
an  attorney  from  L.A. ,  whose  name  escapes  me  at  the  very  moment, 
who  was  part  of  the  team  that  was  doing  the  federal  appointments. 
I  think  his  name  was  Paul  something.   But  he  was  an  attorney  from 
L.A.  and  was  disabled.   He  was  post-polio. 

Everybody  at  WID  was  talking  to  him.   Now,  I  know  that  Debby 
Kaplan  was  looking  at  the  possibility  of  a  job.   Ed  was  looking  at 
the  possibility  of  being  the  head  of  the  National  Council  on 
Disability.   Judy  was  probably  the  most  respected  leader  in  the 
disability  movement  in  the  country,  aside  from  Ed,  and  she  was 
respected  differently  than  Ed.   She  was  an  information  person. 
She  had  a  lot  of  facts.   She  always  had  ideas  how  to  change 
things,  and  she  could  develop  new  programs.   Ed  was  more  of  an 
inspirational  type.   So  Judy  was  obviously  the  one  that  would  be-- 

O'Hara:   What  was  the  impact  of  her  leaving? 

Leon:    Well,  we  lost  our  most  prominent,  visible,  national  spokesperson. 
Judy  had,  by  herself,  led  all  of  our  federal  lobbying  stuff,  our 
federal  liaison  with  people  in  Congress,  and  she  also  had  been  in 
charge  of  the  entire  international  program  and  had  chaired  the 


239 


board  of  the  U.S.  organization  of  Disabled  Peoples'  International. 
At  WID  we  had  founded  the  American  affiliate  of  Disabled  Peoples' 
International.   We  had  spent  the  money  to  incorporate,  and  we  had 
formed  a  board  of  people  around  the  country,  and  Judy  chaired  it. 
I  was  on  the  board;  Ed  was  on  the  board. 

She  was  pushing  this  little  group  to  try  to  do  something, 
and  she  was  also  the  director  or  the  co-director  of  the  Research 
and  Training  Center.   She  was  the  most  visible  person.   She  was 
the  one  that  spoke  to  the  press  all  the  time,  spoke  to  all  the 
politicians  all  the  time.   If  there  was  some  policy  change  that 
was  developed  in  Washington,  the  press  would  call  and  talk  to 
Judy,  and  it  would  bring  visibility  to  WID.   So  we  gained  a  lot  of 
credibility  from  Judy. 

Now,  we  were  very  afraid  we  were  going  to  lose  that,  and  we 

thought  that  what  we  would  need  to  do  was  build  behind  it  as 

solidly  as  we  could.   But,  you  know,  money  was  tight,  and  we 
actually  did  not  replace  Judy. 

O'Hara:   Did  it  have  an  impact  on  your  role  in  the  organization? 

Leon:    Yes.   Judy  and  I  at  that  time  were  co-directors.  We  made 

decisions  about  what  we  would  fund  and  what  we  would  compete  for 
together.   There  was  always  a  tension  of  Judy  wanting  to  go  after 
more  grants  in  new  areas,  and  I  would  tend  to  want  to  protect  what 
we  had  or  strengthen  what  we  had  or  continue  what  we  had.   I 
certainly  had  more  of  an  interest  in  continuing  something  we  had 
already  started  than  going  after  something  new.   She  always  had  a 
stronger  interest  in  going  after  something  new. 

So  when  she  left,  the  board  changed  my  title  from  co- 
director  to  executive  vice  president,  a*id  so  I  became  essentially 
the  executive  officer,  with  Ed  as  the  president.   Ed  was  the  head 
of  the  organization,  but  Ed  didn't  bother  himself  with  most  day- 
to-day  stuff.   That  was  the  time  when  I  think  about  my  job 
changing,  and  I  became  essentially  the  executive  director,  really 
took  on  that  role. 

You  know,  I  think  we  had  less  visibility.   Ed  took  over  some 
of  what  Judy  had  done.  We  moved  Suzanne  [Reier)  into 
international,  and  Suzanne  was  not  an  international  leader  who 
went  and  talked  to  other  disability  leaders.   Suzanne  was  was  an 
experienced  trainer  internationally,  and  she  knew  how  to  go  after 
federal  grants.   So  Suzanne  stayed  back  in  the  office  and  wrote 
grants.   We  brought  on  Bruce  Curtis,  who  was  disabled,  as  our  more 
visible  international  person.   Kathy  Martinez  and  Bruce  Curtis, 
who  were  both  disabled,  were  the  visible  components  of  the 
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international  program,  and  Suzanne  was  the  real  boss,  but  she  was 
behind  the  scene. 

That  kind  of  awkward  way  was  how  we  managed  to  cope  with  the 
need  for  disabled  spokespersons  and  also  the  need  for  experience. 

O'Hara:   Was  there  any  kind  of  relationship  between  Judy  and  WID  after  Judy 
left? 

Leon:    By  law,  Judy  had  to  remove  herself  from  the  board  and  also 
couldn't  be  involved  in  any  decisions  regarding  WID  and  its 
funding  from  the  federal  government  or  relationship  to  the  federal 
government,  so  she  was  very  conscientious  about  that.   She 
continued  to  be  a  close  friend,  and  she  has  continued  to  be  a 
close  friend  of  many  people  in  the  disability  community  here.   We 
would  talk  on  the  phone  often,  and  we  would  talk  about  WID 
problems  and  other  problems.   She  would  offer  advice  if  she  could. 
But  she  was  careful  to  obey  the  letter  of  the  law,  and  we  wanted 
to  ensure  her  ability  to  do  that,  because  it  was  very  good  for  us 
to  have  her  there. 

Also,  the  fact  that  we  did  certainly  lose  her  but  we  could 
point  to  the  influence  and  savvy  of  WID  in  that  someone  from  our 
organization  is  tapped  for  that  kind  of  job.   I  mean,  there's  some 
reflective  prestige  that  comes  from  that. 

O'Hara:   Did  you  think  that  she  would  ever  come  back? 

Leon:    We  talked  to  her  seriously  about  coming  back  when  Ed  died.   I 

think  she  seriously  considered  it.   I'm  sure  she  did.   The  way  she 
felt  was  that  when  she  founded  WID,  she  founded  the  organization 
that  she  wanted  to  be  a  part  of,  what  she  wanted  to  do  with  her 
life.   It  was  still  what  she  wanted  to  do  with  her  life.   But  it 
was  hard  to  give  up  what  she  was  doing  in  Washington,  and  she  was 
impressed  with  the  impact  she  was  having.   I'm  sure  it  was  the 
right  decision  not  to  come  back. 


Death  of  Ed  Roberts.  1995 


O'Hara:   You  mentioned  Ed's  death.  Was  that  something  you  had  any 
premonition  or  inkling  was  going  to  happen? 

Leon:     Oh,  no.   Not  at  all. 

O'Hara:   That  was  at  the  end  of  '95.   [March,  1995] 
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Leon:     Yes,  yes.   Ed  went  through  periods  where  he  was  more  interested  in 
the  day-to-day  work  at  WID  and  less  interested,  and  he  was 
certainly  in  a  period  where  he  was  much  more  interested  in  the 
work  he  was  doing  internationally.   He  was  doing  quite  a  bit  of 
traveling  and  speaking.   There  was  a  new  independent  living  center 
opening  up  in  Prague,  and  they  named  it  the  Ed  Roberts  Center. 
They  invited  him  to  Prague,  and  he  was  going  all  over  the  world, 
speaking  about  independent  living  and  the  opportunities  for 
disabled  people.   That's  what  he  enjoyed  the  most. 

He  was  traveling,  you  know,  at  least  a  week  out  of  every 
month,  if  not  more.   In  retrospect,  I  look  back  and  I  think  that 
he  was  pulling  away,  but  1  don't  know  if  that  was  true.   There  was 
an  earlier  incident,  a  health  incident.   It  has  crossed  my  mind 
that  he  maybe  had  had  some  kind  of  minor  stroke  earlier  because  he 
seemed  to  be  less  serious  for  a  while,  and  he  got  involved  in 
causes.   He  got  involved  in  disability  issues  that  WID  wasn't 
actually  working  in  at  the  time.  Which  was  fine,  except  you  might 
prefer  him  to  be  putting  his  emphasis  more  on  the  programs  that 
WID  was  doing  work  in,  rather  than,  like,  in  brain  injury,  where 
WID  wasn't  doing  work. 

O'Hara:   Did  that  have  consequences  for  you? 

Leon:    Only  in  that  I  always  wanted  him  to  be  out  there,  selling  and 

promoting  what  we  actually  were  accomplishing.   Like,  I  would  have 
preferred  him  to  be  out  there  talking  about  the  model  work  place 
[chuckling]  than  about  what  we  didn't  know  about  brain  injury 
because  we  didn't  know  anything  other  than  what  Ed  would  know 
about  brain  injury. 

Also,  he  would  make  commitments  or  say  that  WID  was  going  to 
get  into  something,  and  then  we  weren't  prepared  to  follow  up,  and 
that  would  be  a  problem  sometimes.   Or  he  started  a  task  force. 
He  was  looking  into  economic  development  and  disability,  and  I  was 
having  a  hard  time  understanding  what  he  was  doing.   It  was  very 
abstract.   He  wanted  to  look  at  the  whole  constellation  of 
economic  development  and  disability,  and  he  thought  that  WID  ought 
to  dedicate  itself  to  doing  this  in  the  future,  and  I  was 
perfectly  willing  to  do  that  because  I  thought  it  was  extremely 
important,  but  I  couldn't  get  my  hand  on  what  it  was  we  could  do. 
That  kind  of  thing  would  be  a  struggle.   But  then  it  wasn't  an 
unusual  struggle.   That  was  what  kind  of  went  on  to  some  degree. 

O'Hara:   How  did  you  learn  of  his  death? 

Leon:    The  morning  he  died,  I  was  at  WID.   I  had  just  gotten  to  work,  and 
Jonathan  Gold  called  me  and  said  he  was  at  Ed's  house  and  that  Ed 
was  dead.   I  couldn't  believe  it.   He  had  said,  I  think,  he  was 
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brushing  Ed's  teeth  or  getting  ready  to  brush  his  teeth,  and  Ed 
was  talking  to  him.   Ed  was  in  the  tank  and  suddenly  Ed's  head 
fell  back,  and  Jonathan  went  over  there  and  realized  that  Ed 
seemed  to  have  lost  consciousness,  and  he  said  he  dialed  911. 
Zona  was  away.   You  know,  Ed  was  living  with  Zona.   The  paramedics 
came  over,  and  they  took  him  out  of  the  tank,  and  they  tried  to 
revive  his  heart,  and  they  couldn't.   Then  Jonathan  called  me. 

I  knew  how  to  reach  Zona  because  she  was  in  Hawaii,  and  I 
called  Zona,  and  that  was  that.   I  went  out  and  told  everybody  I 
could  find  at  WID. 

O'Hara:   You  did? 

Leon:    Yes,  yes.   What  happened  after  that  is  a  blur.   But  anyway,  I 

remember  Zona  came  home  from  Hawaii.   I  know  Zona  and  I  and  a  few 
other  people  went  over  to  go  look  at  Ed's  body.   Zona  was  having 
him  cremated.   Some  service  the  city  of  Berkeley  has.   There's  a 
center  over  by  their  maintenance  yard  where  they  do  cremations. 

O'Hara:   Is  that  right? 

Leon:    Yes.   We  went  over  with  two  or  three  other  people- -Jonathan,  Mike 
Boyd,  and  Herb  Leibowitz. 

O'Hara:   And  you  spoke  at  his  memorial? 

Leon:     Yes.   Well,  then  I  engaged  Susan  O'Hara  to  [laughing]  organize  the 
grandest  memorial. 

O'Hara:   I  remember  you  said  yes  to  anything  1  wanted  to  spend. 

Leon:     [laughing). 

O'Hara:   That  was  a  remarkable  day. 

Leon:    Yes,  yes.   No,  the  whole  thing  was  quite  remarkable.   1  was  also 
called  by  NPR,  and  I  was  interviewed,  and  it  was  on  National 
Public  Radio,  about  Ed.   There  were  interviews  all  over  the  place. 
We  just  were  inundated  with  calls  about  Ed  and  his  impact.   We 
were  very  proud  of  him. 

Now,  what  effect  that  had.   You  know,  it  was  really  amazing. 
There  were  an  awful  lot  of  people  who  spoke  out  about  how  Ed  had 
influenced  them  in  a  positive  way,  and  people  who  also  enjoyed,  I 
guess,  making  jokes  about  him  or  making  fun  of  how  ineffectual  he 
was  or  how  flighty  he  was.   But  they  were  the  same  people  who 
spoke  about  how  he  inspired  them.   You  could  get  a  sense  of  what 
Ed  did. 
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O'Hara: 


Leon: 


O'Hara: 


Leon: 


I  thought  that  the  whole  of  Ed's  death  and  funeral  and  the 
PR  and  the  gathering  together  of  people  around  Ed's  death  was  a 
very  important  time  for  me  because,  you  know,  I  really  got  a 
better  sense  of  who  this  complicated  person  was  and  what  impact  he 
had  and  what  my  role  was.   I  was  really  pleased. 


He  reached  a  lot  more  people  than  I  ever  imagined, 
real  obvious. 


That  became 


Yes,  I  was  really  surprised.   I  was  surprised  how  people  gave  him 
credit  for  inspiring  them  to  go  on  and  do  something  and  how  you 
know,  he  had  this  way  of  being  really  positive  and  saying,  "Oh,  go 
do  it!   Go  for  it!"  He  would  say  "Go  for  it!"  for  some  of  the 
most  frivolous  ideas  [laughing],  I  thought,  sometimes,  that  I 
would  have  been  much  more  cautious.   But  then  these  people  just 
kept  coming  in  and  saying,  "Ed  told  me  to  go  for  it"  [laughing] 
and  "I  accomplished  this"  or  "I  did  that."   I  was  really  impressed 
by  that. 

You  mentioned  earlier  this  afternoon  that  he  was  the  inspirer. 
Would  you  say  that's  an  overall  contribution  to  WID,  or  the 
movement  in  general? 

To  the  movement  in  general.   I'm  sure  that  WID  was  a  small  part  of 
his  overall  contribution.   He  was  also  very  human,  you  see,  so 
people  became  very  fond  of  him  because  he  let  his  weaknesses  show. 
He  didn't  seem  to  mind.   You  could  afford  to  laugh  at  him.   When  I 
started  to  work  with  him  years  ago,  twenty-some  years  ago,  I  used 
to  talk  about  the  gunfighter  syndrome  and  how  I  thought  that  all 
of  these  up-and-coming  disabled  leaders  would  try  to  take  shots  at 
Ed,  would  try  to  cut  him  down  in  order  to  build  themselves  up.   It 
was  nice,  as  we  got  older  and  as  he  got  older,  for  people  to  give 
him  his  due  and  not  feel  so  competitive  with  him. 

Now,  Ed  never  stopped  going  after  everything  he  could 
possibly  get.   He  never  stopped  competing,  whether  he  really  had  a 
fair  chance  or  not.   Like,  he  wanted  to  be  the  chair  of  the 
National  Council  on  Disability.  Marca  Bristo  wanted  to  be  the 
chair.   Judy  was  concerned  that  Ed  was  competing  with  Marca.   I 
didn't  know  if  Ed  would  be  that  serious  about  it.   Ed  didn't 
really  want  to  travel  to  Washington  that  much,  and  he  would  never 
have  moved  to  Washington.   But  he  wanted  it  [chuckling],  and  he 
wanted  everything  that  might  come  his  way.   He  never  stopped. 
Like,  he  didn't  move  over  or  step  aside  and  say,  "It's  your  turn." 
He  wanted  everything  up  until  the  end. 


O'Hara: 


Well,  we've  reached  the  end  of  this  tape  almost, 
about  Ed? 


Anything  else 
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Leon:     You  know,  the  staff  put  a  photograph  of  Ed  up  at  WID,  and  people 
are  very  proud  of  Ed  and  pleased  with  Ed.   I  know  that  people  had 
wanted  to  put  photographs  up  of  the  founders,  but  I  didn't  want  my 
photograph  up.   You  know,  I  don't  know  how  Judy  felt  about  it. 
You  know,  Ed  seemed  to  belong  there.   Everyone  could  be  happy  and 
pleased  with  Ed's  legacy  to  the  organization,  and  Ed's 
personality.   I  guess  it  was  his  warmth. 

O'Hara:   Did  the  organization  change  after  he  died? 

Leon:    I  think  after  Ed  died  it  was  more  and  more  difficult  for  us  to 
have  such  a  visible  presence  in  the  world  at  large,  and  it  was 
just  simply  not  something  I  was  willing  to  do,  nor  did  I  feel  as 
though  1  had  the  skills  to  do  it.   You  know,  you  have  to  realize 
that  as  a  non-disabled  person,  I  never  wanted  to  be  the  head  of 
WID  or  thought  that  that  was  my  role.   I  thought  that  we  needed 
someone  like  an  Ed  or  a  Judy  at  the  helm  and  that  I  had  certain 
skills  and  talents  that  I  thought  were  very  valuable,  but  I  really 
didn't  or  wouldn't  be  the  disability  leader. 

We  missed  having  one.   We  tried  to  find  one.   We  tried  to 
commandeer  board  members  to  do  that  more,  with  modest  success. 
Losing  both  Ed  and  Judy  meant  that  we  lost  our  advocacy  emphasis 
because  it  was  never  my  emphasis  or  skill. 


Planning  for  the  Ed  Roberts  Campus 


O'Hara:   Tell  me  about  the  Ed  Roberts  Campus, 
named  that? 


What  is  it,  and  why  is  it 


Leon:     Okay.   Well,  you  know,  after  Ed  died,  the  city  of  Berkeley 

contacted  C1L  and  said  they  wanted  to  do  some  kind  of  memorial  for 
Ed.   Mike  Donnelly  said  that  they  needed  to  contact  me.   The  city 
came  over  to  CIL,  and  Mike  and  I  met  with  them,  and  Fred  Collignon 
from  the  University  of  California  was  there,  and  a  couple  of  the 
city  council  people.   They  talked  about  a  plaque,  maybe  a  plaque 
by  the  first  curbcut.   They  talked  about  a  postage  stamp.   They 
talked  about  naming  a  street  after  him.   None  of  them  sounded  too 
much  like  Ed. 

I  brought  up  the  idea  about  a  park.   I  thought  that  Ed, 
especially  if  there  were  accessible  playground  equipment,  would 
probably  be  just  pleased  with  a  park.   We  talked  about  that  a 
little  more.   I  think  I  had  suggested  this,  also—was  buildings 
around  the  park—and  the  buildings  would  be  buildings  for  all  of 
our  organizations.   The  idea  that  I  had  was  that  I  knew  that  Ed 
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really  wished  that  all  these  organizations  that  came  out  of  the 
independent  living  movement  would  work  together,  that  he  really 
was  sorry  that  they  were  so  competitive,  that  they  were  all 
competitive  and  they  were  all  competing  with  him  [chuckling] . 

O'Hara:   In  what  way? 

Leon:    Well,  you  know,  like  the  Center  for  Independent  Living  had  a 

computer  training  project  that  started  when  Ed  and  I  were  both 
there.   The  people  who  ran  the  computer  training  project  got  angry 
at  CIL's  finance  office  at  one  point  and  pulled  away  and  started 
their  own  organization.  WID  had  nothing  to  do  with  CIL,  and  we 
were  very  anxious  that  people  knew  that  they  were  separate,  you 
know,  they  were  physically  separate. 

DREDF  did  the  same  thing.   It  was  a  legal  project,  and  it 
pulled  away  and  it  became  its  own  organization,  and  when  it  became 
its  own  organization,  it  didn't  make  any  effort  whatsoever  to  be 
affiliated  with  CIL  or  to  maintain  ties.   It  wanted  to  just  make  a 
very  clear  distinction.   That  went  on  and  on,  program  to  program. 
As  different  projects  within  CIL  became  strong  or  got  a  sense  of 
what  they  could  do,  they  pulled  away,  and  they  often  pulled  away 
with  a  little  bit  of  anger  at  CIL.   They  were  going  to  start  their 
own  thing. 

So  there  was  a  lot  of  sort  of  like  wariness  among  these 
programs  that  essentially  have  the  same  values  and  were  formed  by 
the  same  people.   Some  of  them  wanted  to  get  away  out  from  Judy's 
domination  because  she  was  such  a  strong  idea  person.   Some  of 
them  wanted  much  more  structure  than  Ed  would  approve  of  and  much 
more  fiscal  control.   I  know  that  when  we  started  the  World 
Institute,  I  talked  to  CIL  and  Michael  Winter  was  the  director 
then,  about  how  I  was  trying  to  define  what  was  different  about 
WID  and  was  different  than  CIL.   I  remember  Michael  not  wanting  to 
accept  that,  like  there  was  no  reason  why  CIL  shouldn't  get 
involved  in  national  policy  as  far  as  Michael  was  concerned,  and 
Michael  totally  enjoyed  doing  international  work.   He  didn't  see 
why  CIL  shouldn't  do  international  work. 

Clearly,  the  idea  I  got  from  CIL  at  that  time  was  that  CIL 
would  have  liked  to  have  done  all  the  things  that  WID  did,  but  it 
would  have  liked  it  all  to  be  a  part  of  CIL.   They  saw  WID  as 
coming  in  as  competition.   You  know,  that  kept  happening.   Through 
the  Looking  Glass  would  wonder  about  whether  we  were  going  to 
compete  for  the  same  research  dollars  they  were  going  after. 
Stuff  like  that. 

We  would  go  after  the  same  grants.   It  took  many  years  for 
all  of  us  to  become  clear  about  what  our  work  was  and  what  we  were 
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good  at,  so  we  tended  to  include  each  other's  work  in  our  own 
work,  you  know?   Like,  DREDF  and  WID  would  both  work  on  ADA 
issues.   It  didn't  seem  to  us  there  was  any  reason  why  DREDF 
should  get  a  contract  to  do  training  on  ADA  rather  than  WID,  why 
we  couldn't  do  it  just  as  well  as  they  could,  whereas  it  would 
have  been  better  if  we  could  have,  if  we  would  have  agreed,  "You 
take  this  area,  we'll  take  that  area,"  sort  of  like  a  non 
competition  contract. 

But  we  didn't  have  that.   That  didn't  happen.   I  really  do 
believe,  Susan,  that  the  Ed  Roberts  Campus  idea  could  never  have 
happened  a  decade  ago  or  two  decades  ago  and  that  it  really  has 
had  to  wait  till,  like,  second  generation  of  leaders  to  come  in  in 
order  for  it  to  be  possible  because  I  think  there  was  just  too 
much  natural  competition  between  the  first  leaders.   It  was  the 
personality  of  the  founders,  the  aggressiveness  of  the  founders, 
that  worked  against  the  collaboration. 

Anyway,  it  was  really  an  idea  that  I  was  particularly 
delighted  with,  that  these  organizations  that  shared  a  philosophy 
--and  also  I  had  been  at  CIL--I  had  seen  them  split  off.   I  had 
been  very  much  aware  of  the  animosity  over  the  years.   But  the 
idea  of  them  coming  together  in  honor  of  Ed  was  something  that  I 
thought  was  thrilling. 

I  was  surprised  at  how  interested  the  others  were.   Mike 
Donnelly,  who  was  the  head  of  CIL  at  the  time,  came  from  Kansas. 
He  didn't  know  anything  about  CIL  prior,  he  didn't  have  any  idea 
of  CIL's  competitiveness  with  the  other  programs,  and  he  didn't 
care  about  anything  that  was  previous  to  today.  Anything  that  was 
history  was  of  no  interest  to  him.   So  he  was  interested.   You 
know,  Ed  had  been  the  chair  of  the  board  of  Through  the  Looking 
Glass.   He  had  had  roles  that  I  didn't  even  know  about, 
stimulating  some  of  the  other  programs. 

So  we  decided  to  get  together  and  talk  about  it.   The  first 
issue  that  came  up  among  the  group  was  that  we  were  creating  a 
disability  ghetto.   I  thought  it  was  a  really  old  idea.   It  was  an 
attempt  to  still  fight  the  battles  of  the  sixties,  that  the 
disability  movement  had  gone  way  beyond  a  ghetto,  especially  in 
Berkeley.   There  had  been  so  much  integration.   There  was  so  much 
collaboration  with  other  minorities  and  special  interest  groups. 
I  just  thought  there  was  no  viability  to  it. 

But  I  think  it  was  something  that  some  of  the  groups  had  to 
talk  through,  and  some  of  the  groups  were  more  isolated  than  some 
of  the  others  and  have  only  been  working  in  disability  and  haven't 
been  working  with  other  civil  rights  and  minority  groups  so  much. 
So  they  were  more  conscious  of  the  isolation.   Also,  at  WID  we  had 
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come  around  full  circle.   We  had  come  to  believe  that  there  were 
some  areas  where  we  had  to  be  disability-exclusive  in  order  to 
have  an  impact.   Here  we  had  been  collaborative  ever  since  we 
started  and  thought  that  we  were  trying  to  build  a  world  where 
everybody  could  function,  not  only  disabled  people.   Our  motto  was 
the  integration  of  disabled  people  into  society. 

Now,  in  the  last  two,  three  years  as  we  were  looking  at 
economic  development,  we  were  looking  at  the  need  to  focus 
exclusively  on  job  development,  training,  and  small  business 
training  for  disabled  people  because  we  saw  that  no  matter  what  we 
were  achieving  in  other  aspects  of  society,  on  the  job  front, 
people  were  being  discriminated  against  because  of  their 
disability.   They  weren't  going  to  get  an  equal  chance.   It  wasn't 
just  a  matter  of  breaking  down  societal  barriers.   They  needed 
special  assistance  and  special  training. 

But  anyway,  to  continue  on,  it  has  been  three  years  since  Ed 
died  and  three  years  since  we  started  to  talk  about  the  Ed  Roberts 
Campus.   The  idea  has  really  blossomed.   There  is,  in  my  opinion, 
a  very  strong  coalition  of  organizations  that  are  pursuing 
nonprofit  status  for  the  Ed  Roberts  Campus.   We  have  bylaws  and 
articles  of  incorporation,  and  we're  on  the  verge  of  a  capital 
campaign  to  build  our  campus.   The  group  came  together  with  an 
idea  of  honoring  Ed  by  putting  his  name  on  this  complex  of 
buildings,  and  then  building  this  campus  as  a  home  for  all  of 
these  programs,  with  the  idea  that  none  of  us  were  strong  enough 
to  do  a  capital  campaign  on  our  own.   Also  that  we  were  having 
tremendous  difficulty  getting  the  kind  of  accessibility  and 
equipment  that  we  all  needed  for  our  employees  and  our  clients, 
and  it  was  possible  that  together  we  could  really  get  what  we 
needed  and  we  could  share  it. 

The  small  programs,  especially,  were  the  ones  that  simply 
could  not  raarshall  the  kind  of  support,  whereas  we  could  get  —  from 
Hewlett-Packard—you  know,  $100,000  in  computer  equipment  a  year 
because  of  WID's  reputation  and  the  international  work  that  W1D 
does.   The  smaller  programs  that  were  doing  services  to  people  in 
the  community  had  a  terrible  time  getting  anything  from  Hewlett- 
Packard,  or  couldn't  get  it.   Together,  we  could  all  benefit,  and 
we  could  just  have  this  wonderfully  accessible  campus. 

The  other  thing  that  had  happened  to  us  is  that  WID  had  been 
involved  in  a  couple  of  emergencies  where  we  had  disabled  people 
stuck  on  upper  floors,  and  it  was  a  terrible  situation,  and  I  was 
absolutely  convinced  that  I  never  would  want  to  work  in  a 
disability  organization  that  didn't  have  really  ready  and  easy 
egress  for  someone  with  a  disability.   I  was  absolutely  insistent 
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on  a  universal  design  for  this  thing  and  that  it  would  be  designed 
so  that  it  would  be  ramped  and  people  could  go  in  and  out. 

The  thing  that  I  wanted  to  say  was  that  the  groups  came 
together  because  of  their  self-interest  and  that  they  thought  that 
possibly  together  we  could  raise  the  money  for  the  capital, 
whereas  independently,  separately  we  would  not  be  able  to.   Out  of 
that  purely  self-interest  has  evolved  more  of  an  interest  in  what 
we  can  do  for  the  community  and  how  we  can  develop  new  programs 
that  meet  the  needs  of  the  community  and  what  kind  of  better 
programming  we  can  develop  together  than  any  of  us  can  do 
separately. 

That's  the  thrilling  part  of  it.  As  we  go  see  some  of  these 
foundations,  they're  expressing  an  interest  in  some  of  the  program 
areas,  and  so  I'm  pulling  in  the  different  organizations  to  work 
on  the  program.   Went  to  California  Health  Care  Foundation,  which 
I  think  will  give  a  planning  grant  (this  is  an  example)  for  the  Ed 
Roberts  Campus,  and  they're  telling  us  about  how  they're 
interested  in  managed  care.   So  following  our  meeting  with  them, 
there  was  a  meeting  with  CIL,  WID,  and  BORP  about  managed  care. 
BORP  wanted  to  be  a  part  of  it  because  BORP  is  saying,  "Hey, 
fitness  is  a  part  of  health.   You  all  leave  us  out."   That's 
exactly  the  kind  of  thing. 

Then  there's  the  issue  of  economic  development.   A  proposal 
is  being  developed  for  the  California  Endowment  by  WID,  CIL,  and 
the  computer  technologies  program.   That  will  include  self- 
employment  training.   Then  I'm  talking  to  the  group  about  going 
after  Community  Development  Corporation  funds  for  the  entire  Ed 
Roberts  Campus  being  an  incubator  for  small  businesses  developed 
by  disabled  people.   There's  lots  of  things  like  that.   There's 
just  tremendous  possibility. 

We're  talking  about  collaborating  on  distance  learning, 
which  is  really  an  excellent  idea.   There's  a  series  of  courses 
that  we  could  teach  together  or  even  one  course,  a  course  in 
disability  policy.   That  would  be  from  the  nine  organizations.   It 
would  be  a  tremendously  powerful  course.   We're  talking  about 
blending  our  libraries  into  one.   It  would  be  the  largest  and  most 
complete  library  on  disability  in  the  world,  on  disability  policy 
in  the  world.   We're  talking  about  combining  our  information 
referral;  it  would  have  profound  impact,  I  think,  if  we  could  do 
that. 

So  to  me,  it's  the  ideal  next  thing  to  work  on. 
O'Hara:   Now,  it's  not  affiliated  with  the  UC  campus. 
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Leon: 


No. 


O'Hara:   Not  to  be  confused  with  that  campus. 
Leon:     No. 


O'Hara:   Do  you  have  a  site  selected? 

Leon:    We  decided  we  must  be  in  Berkeley,  that  many  of  the  organizations 
will  not  leave  Berkeley,  and  we  all  feel  that  Berkeley  was  the 
home  of  the  independent  living  movement,  and  we  must  be  near  BART 
or  somewhere  else  that  has  excellent,  accessible  public  transit. 
The  obvious  site  was  the  Ashby  BART  station.   When  BART  was  built 
in  1965,  the  city  of  Berkeley  demanded  that  BART  go  underground, 
and  one  of  the  arrangements  that  was  negotiated  between  the  city 
and  BART  was  that--I  think--!  don't  know  whether  the  city  gave 
BART  the  land  or  how  it  was  done,  but  at  the  BART  station  sites 
the  city  was  going  to  continue  to  own  the  air  rights  and  BART 
would  own  the  ground. 

In  twenty- five  years  they  have  never  found  a  use  for  this 
air  space  above  the  BART  station.   There  have  been  many  attempts 
to  build  housing  and  office  buildings,  but  the  community  has 
either  rejected  it  or  the  city  has  rejected  it  or  BART  has 
rejected  it.   So  we  propose  that  we  would  build  our  campus  on  top, 
on  the  air  space  above  the  parking  lot,  the  south  Berkeley  BART 
station. 

We  were  advised  by  civic  leaders  and  by  some  BART  people 
that  it  would  take  us  twenty  years  to  get  it  and  it  would  be 
nothing  but  political  fighting.   I  must  say,  we  have  been  working 
on  it  for  less  than  a  year,  and  it  is  almost  in  our  hands.   We  are 
on  the  verge  of  buying  that  space.   The  city  and  BART  have  both 
agreed  to  sell  it  to  us.   We  will  own  the  space.   BART  will 
continue -- 

O'Hara:   How  did  you  bring  this  about? 

Leon:     You  know,  we  brought  it  about  by  refusing  to  say  no  and  by  calling 
on  our  politicians,  you  know?  Because  it  was  such  an  interesting 
and  intriguing  idea.   We  talked  to  the  BART  board  member  that's 
from  Berkeley.   We  talked  to  the  other  BART  board  member  who's  a 
member  of  Berkeley  Citizens  Action.   The  two  BART  board  members 
that  are  likely  to  be  on  our  side.  We  talked  to  the  mayor.   We 
just  simply  didn't  take  the  generally  accepted  opinion  among 
experts  that  it  couldn't  be  done  or  it  was  too  difficult. 

We  decided  to  push  and  say  why  is  it  too  difficult?   It 
wasn't.   You  know,  there  were  stumbling  blocks.   They  said  that  we 
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would  have  to  build  a  parking  garage  to  replace  the  parking  that 
we  would  use  for  the  site  and  that  the  parking  garage  would  cost 
us  $3  million.  Well,  it  didn't  matter  to  me  if  the  parking  garage 
cost  us  $3  million.  We're  going  to  raise  $12  million  anyway.   We 
might  as  well  raise  $15  million.   So  I  didn't  see  that  as  a 
stumbling  block.   Not  when  we  were  just  starting  to  raise  the 
money,  you  know? 

There  kept  being  things  like  that.  Like,  these  things  that 
were  supposedly  great  barriers  were  really  not  such  barriers.   The 
most  amazing  thing  is  that  we  have  convinced  BART  [chuckling] -- 
this  is  beyond  my  wildest  dreams--BART  has  decided  that  90  percent 
of  the  people  who  will  come  to  the  Ed  Roberts  Campus  will  use  BART 
and  that  any  other  transit  village  concept,  any  other  utilization 
or  building  up  from  a  BART  parking  lot  would  at  best  draw  20 
percent  of  the  people  that  use  it  will  use  BART.   It  just  so 
happens  that  the  Richmond  line  is  underutilized,  and  BART  wants  to 
promote  ridership.   So  we  have  been  telling  BART  that  we  ride 
BART,  you  know?   As  long  as  it  works  [laughing].   You  know,  we 
just  keep  saying,  "We'll  use  it  if  it  works." 

Every  time  it  has  come  up--you  know,  they  have  introduced 
another  stumbling  block  and  make  us  come  back  to  the  meeting-- 
we've  pushed  them  to  go  back.   That's  a  no-no!   We  want  this,  and 
we  will  pursue  it.   And  it's  working.   It's  just  the  way  the  whole 
thing  is  moving  forward.   It  really  has  an  awful  lot  to  do  with 
not  letting  supposed  barriers  stop  you  too  soon. 

O'Hara:   Have  you  personally  made  these  presentations  or  met  with  these 
officials? 

Leon:    I've  met  with  them.   I  have  been  one  of  the  team.   I  was  co-chair 
of  the  steering  committee.   Again,  we  decided  we  needed  to  have  a 
disabled  person  as  chair.   It  has  been  obvious  to  everyone  that 
this  has  been  an  idea  of  mine  and  that  I  was  pushing  it  forward. 
So  Mike  Donnelly  and  I  were  co-chair.   Then,  when  I  decided  to 
leave  WID,  I  wanted  to  run  the  campaign.   If  I  run  the  campaign,  I 
would  need  to  be  paid  to  run  the  campaign.   I  would  need  to  be 
paid  something.   So  I  couldn't  be  the  head  of  the  campaign  or  the 
head  of  the  organization. 

But  at  first  I  thought,  well,  maybe  I'll  just  do  this. 
Maybe  I'll  just  be  the  head  of  the  Ed  Roberts  Campus,  and  I  will 
do  this.   I  decided  no,  that  I  didn't  want  to  do  that.   Then,  when 
Mike  Donnelly  left  to  go  back  to  Kansas,  we  elected  Joni  Breves  as 
the  chair,  who  I  strongly  supported.   I  think  she  is  an  excellent 
choice.   It's  the  small  organizations  that  are  holding  it  together 
and  that  are  driving  it  forward,  because  it's  the  small 
organizations  that  have  a  huge  amount  to  gain.   Not  that  the  big 
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ones  don't  have  a  lot  to  gain;  they're  just  not  as  aware  of  it 
[laughing].  Much  too  much  ego  to  really-- 

O'Hara:   What  are  the  small  ones? 

Leon:    Well,  there's  the  Center  for  Accessible  Technology,  which  is  a 

program  that  helps  disabled  people  learn  how  to  use  computers.   It 
was  formerly  the  Disabled  Children's  Computer  Group.   There's 
Whirlwind  Wheelchairs  International,  which  is  the  group  that  Ralf 
Hotchkiss  started  that  does  wheelchair  design  in  developing 
countries.   There's  BORP.   BORP  is  a  very  small  organization,  Bay 
Area  Outreach  and  Recreation  Program.   BORP  has  been  around  for  a 
very  long  time,  and  it  has  an  important  role  that  it  plays  in  the 
community. 

The  Computer  Technologies  Program  is  a  small  training 
program  that  trains  disabled  people  to  be  programmers.   Again,  it 
has  been  around  for  a  long  time.   There's  Disability  Rights 
Advocates,  which  is  small  in  number  of  employees  but  probably 
larger  in  the  size  of  its  operating  budget,  a  legal  program.   Then 
DREDF  (Disability  Rights  Education  Defense  Fund),  CIL  (Center  for 
Independent  Living),  and  WID  (World  Institute  on  Disability). 

And  Through  the  Looking  Glass.   Through  the  Looking  Glass  is 
another  one  of  the  small  programs  that  I  think  has  so  much  to 
benefit  from  because  it  doesn't  have  the  visibility  of  the  other 
programs,  and  it  doesn't  have  the  staff.   It's  maintained  largely 
on  one  federal  grant,  so  if  that  hadn't  been  renewed  this  time, 
they  would  have  been  in  a  very  precarious  position. 

So  it's  those  programs  that  will  look  upon  the  Ed  Roberts 
Campus  as  an  opportunity  to  grow  and  to  expand  and  also  to 
influence  the  bigger  programs. 

O'Hara:   Do  you  envision  commercial  enterprises  on  this  campus  as  well? 

Leon:    We've  always  wanted  to  have  a  cafe  and  a  bookstore.   The 

development  branch  of  the  city  has  been  very  unenthusiastic  about 
much  retail.   They  said  that  the  neighborhood  simply  won't  support 
it  because  it's  a  low- income  neighborhood.   Not  that  that's  the 
only  reason.   I  believe  it's  because  of  the  geography  of  it,  too, 
because  Adeline  Street  is  a  very  wide  street.   But  so  far  we  think 
that  there  will  be  at  least  something  like  a  bookstore  and  a  cafe, 
and  there  may  be  something  like  a  Kinko's  or  something  like  that. 

Then  we  also  hope  to  have  space  that  we  will  lease  out. 
There  may  be  disability  organizations,  there  may  be  research 
organizations,  there  may  be  other  nonprofits.  There  is  some 
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interest  on  the  part  of  the  Department  of  Rehabilitation  for  the 
state;  maybe  some  other  state  agencies  would  want  to  come  in. 

We  do  expect  to  lease  or  have  some  space  to  lease  out.   We 
have  to  figure  out  financially  what  our  liability  is  for  us  to 
have  much  lease  space.  We've  been  advised  that  we  are  not 
landlords  by  trade  or  experience  and  that  we  should  not  take  on 
too  much  of  the  landlord  role,  and  we  need  to  understand  that  if 
we  do  have  spaces  for  lease  that  there  will  be  vacancy  periods  and 
a  vacancy  rate,  that  we  would  have  to  decide  we  want  to  support. 
So  we  are  doing  a  financial  plan  to  figure  out  how  much  of  a  risk 
we  can  afford  to  take  on  leasing. 

O'Hara:   Do  you  envision  the  commercial  enterprises  being  run  as  part  of 
your  incubator  that  you  were  describing?  Would  they  be  run  by 
disabled  people? 

Leon:     It  certainly  was  an  idea  at  first.   I  don't  know  if  it  will 

continue  to  be  an  idea.   The  incubator  we  were  thinking  of  was 
more  on  the  line  of  we  all  need  consultants.   Like,  we  need 
computer  technology  consultants,  people  who  maintain  our 
equipment,  and  why  not  take  someone  who  is  —  like  a  graduate  of  the 
Computer  Technologies  Program—and  as  these  people  go  into 
business  for  themselves,  we  give  them  space  in  our  place.   We  were 
looking  at  someone  that  would  do  mailings  and  distribute  our 
brochures  and  books  and  reports,  as  a  separate  business.   But  not 
necessarily  space.   You  know,  stores.  We  weren't  thinking-- 

O'Hara:   You're  actually  going  to  build  a  building. 

Leon:     Yes.   We're  building  buildings.   We  asked  the  architect  to  design 
something  that  was  sort  of  like  Philadelphia  row  houses.   We  were 
hoping  to  maintain  to  some  degree  our  separate  identities,  so  that 
we  were  thinking  of  having  contiguous  buildings  around  a  central 
play  area  and  park  area.   But  we're  not  thinking  of  a  building. 
We're  not  going  to  each  have  a  floor  of  a  building.   No.   That's 
yet  to  be  designed,  however  [chuckling],  so  who  knows?   Yes. 

O'Hara:   Have  we  omitted  anything  about  the  Ed  Roberts  Campus,  this  part  of 
your  vision? 

Leon:    One  of  the  things  when  I  was  talking  with  Ira  Hirschfield  of  the 
Evelyn  and  Walter  Haas,  Jr.  Fund  last  night,  he  told  me  that  as 
much  as  he  admired  Ed,  he  was  interested  in  the  project  because  of 
its  unusual  organizational  structure  and  innovative  vision.   We 
have  decided  that  we  are  nine  equal  partners  and  that  each  of  us 
will  appoint  two  members  to  the  board,  and  then  those  members  will 
be  board  members  of  the  Ed  Roberts  Campus  who  will  have  the  power 
to  vote  and  to  act  independently.   They  won't  be  representing  the 
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organizations  on  the  board,  and  that  a  quorum  will  be  one  from 
each  of  the  organizations. 

So  we're  giving  the  small  organizations  as  much  power  and 
decision-making  as  the  large  organizations.  We  hope  that  that 
will  help  us  stay  together.  You  know,  this  is  a  community  or  was 
a  community  originally,  the  organizations  that  have  formed  or  that 
are  forming  the  Ed  Roberts  Campus.   It  is  really  a  community  of 
disabled  people  that  have  worked  together  for  many  years.   So 
we're  trying  to  promote  this  idea  of  something  that's  good  for  the 
whole  community,  whereas  it's  not  a  power  struggle  between  the 
large  and  the  small  programs. 

That's  an  interesting  idea.  We'll  see.   It  seems  to  be 
appropriate  for  Berkeley.   People  have  laughed  and  said  it's  a 
very  Berkeley  style  of  organization. 

O'Hara:   Oh,  it  sounds  so  wonderful. 


Leaving  the  World  Institute  on  Disability,  1997 


O'Hara:   There  is  one  question  that  probably  fits  in  here  as  well  as  before 
the  Ed  Roberts  Campus,  about  your  leaving  WID  and  your  sense  of 
your  own  accomplishment.   Why  did  you  leave? 

Leon:    Well,  ever  since  Ed  died,  I  talked  to  the  board  about  how  they 

needed  to  find  a  president  and  how  the  president  had  been  on  the 
board  and  how  the  president  needs  to  be  a  person  with  a 
disability,  with  a  national  reputation  that  really  can  speak  for 
WID  and  the  movement.   I  have  always  said  that  I  was  willing  to 
run  WID  until  we  had  such  a  president,  and  also  under  such  a 
president  I  was  willing  to  work  on  WID.   It  literally  took  WID, 
the  board,  three  years  to  find  a  president.   It  was  a  very 
difficult  process,  and  it  was  a  very  hard  role  to  fill. 

In  the  fall  of  '97,  the  board  appointed  Betsy  Case  as  the 
president,  and  within  the  month  Betsy — .   I  always  assumed  that  I 
would  work  as  a  senior  vice  president  and  be  in  charge  of 
development,  and  that  would  be  something  that  I  would  work  out 
with  the  president.  As  it  turned  out,  it  began  to  appear  to  me  as 
though  it  would  be  difficult.   I  began  to  get  the  sense  that  Betsy 
and  I  maybe  couldn't  work  that  well  together  and  that  she  saw  me 
as  a  threat  to  her  ability  to  run  the  organization. 

O'Hara:   While  you're  thinking,  let  me  turn  the  tape. 


254 


Leon: 


Okay. 
II 


Leon:    We  were  talking  about  the  transition  from  me  to  Betsy  Case.   The 
board  suggested  to  Betsy  that  I  be  senior  vice  president,  and 
Betsy  said  that  she  was  troubled  with  the  board  picking  her  staff, 
rather  than  letting  her  do  that.   I  felt  of  two  minds  about  that: 
one  that  she  should  certainly  pick  her  staff,  and  quite  confident 
that  I  could,  we  could  work  out  a  way  of  working  together.   On  the 
other  side,  I  felt  as  though  it  was  important  for  WID,  it  was 
something  I  deserved,  and  that  I  should  have  it. 

As  it  turned  out,  she  was  also  troubled  by  the  fact  that  I 
was  on  the  board  of  directors.   So  then  the  board  chair  asked  me 
to  make  a  choice.   I  needed  to  make  a  choice  to  be  an  employee  of 
WID's  or  on  the  board.   In  the  back  of  my  mind,  I  really  wanted  to 
develop  the  Ed  Roberts  Campus,  and  I  wanted  WID  to  be  a  part  of 
it.   I  was  unwilling  to  give  up  my  role  on  the  board  of  WID.   I 
thought  that  some  way  or  another,  WID  might  lose  interest  in  the 
Ed  Roberts  Campus,  and  I  didn't  want  that  to  happen.   I  decided  I 
preferred  to  be  on  the  board  than  on  the  staff.   And  that's  what 
we  decided  to  do. 


O'Hara:   Was  it  a  hard  decision? 

Leon:     It  was  a  very  hard  decision  because  there's  a  lot  of  development 

to  do  at  WID.   There's  a  lot  of  fundraising.   I  know  that  I'm  good 
at  it,  and  that  I  was  planning  to  do,  and  I  was  afraid  it  wouldn't 
get  done  if  I  didn't  do  it.   But  I  was  not  terribly  happy  with 
Betsy  Case's  style,  and  I  knew  that  WID  had  to  have  a  president 
that  was  disabled  and  that  WID  had  to  change  with  the  new  person 
who  would  be  the  top  person.   I  shouldn't  be  in  the  way,  and  I 
should  enjoy  myself  [laughing).   So  I  had  to  think  about  what  was 
the  best  thing  to  do. 

I  also  really  wanted  to  do  this  Ed  Roberts  Campus.   It  was 
just  up  my  alley,  and  it's  what  I  can  do  best,  and  I  know  how  to 
do  it,  and  I  knew  all  the  contacts,  and  I  liked  the  people  working 
on  it.   I  only  have  to  do  what  I  want  to  do  at  this  stage  of  my 
life.   I  was  going  to  be  sixty,  and  I  thought  that's  probably  a 
good  time. 

The  ironic  thing  that  happened  was  that  Betsy  became  very 
seriously  ill  within  a  couple  of  weeks  of  coming  to  WID.   In  fact 
I  had  taken  a  long-delayed  vacation  and  gone  to  Italy  right  after 
she  came,  which  I  had  planned  for  a  long  time.  And  just  when  I 
got  back,  I  heard  that  she  had  cancer  and  that  she  was  taking  a 
leave.   Then,  as  an  interim  measure--!  guess  while  I  was  still  in 
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O'Hara: 

Leon: 

O'Hara: 

Leon: 

O'Hara: 

Leon: 


O'Hara: 

Leon: 

O'Hara: 

Leon: 

O'Hara: 
Leon: 


Italy—the  board  decided  that  they  would  appoint  Debby  [Kaplan]  as 
acting  director.   Debby  was  a  member  of  the  board  and  had  left  WID 
about  two  years  before.   Had  gone  to  work  in  the  private  sector. 
And  so  Debby  came  back  as  acting  director. 

That  was  the  transition.   I  continue  to  work  on  the  board, 
and  I  still  see  as  one  of  my  two  major  jobs  on  the  board  are 
development  for  WID  and  also  the  Ed  Roberts  Campus,  so  I'm 
continuing  to  work  on  both  of  those. 

In  looking  back  over  your--is  it  sixteen  years,  seventeen? 

[chuckling] 

From  '83  to  '97. 

Fourteen  years. 

Yes,  with  WID.   What  is  the  most  satisfying  to  you? 

Oh,  well,  you  know,  out  of  sheer  nerve,  we  were  able  to  create  an 
organization  that  will  probably  last  for  fifty  years,  that  will 
employ  all  these  people,  especially  disabled  people,  and  that  will 
have  an  impact  on  how  society  deals  with  disability.   It  has  been 
quite  a  wonderful  experience  to  see  that  you  actually  can—who 
would  have  thought—you  could  create  a  big  policy  institute  out  of 
nothing  [laughing].   Especially  create  it  out  of  a  lot  of  little 
short-term  grants.   It  takes  a  really  positive  and  nervy  approach 
to  development  in  the  future,  you  know?   It's  quite  amazing.   I'm 
really  quite  proud  of  what  we've  created. 


You  should  be  proud  of  the  nervy  job  that  you  did. 
lot  to  do  with  the  funding  of  WID  over  the  years. 


Yes. 


And  you  had  a 


Would  you  say  that's  one  of  your  major  accomplishments  there  also? 

Oh,  I  think  I  taught— yes,  I  think  I  taught  WID  how  to  go  after- 
yes,  I  think  I  developed  the  whole  development,  fundraising  side 
of  WID  and  taught  people  how  to  write  grants  and  how  to  seek  them. 

Were  you  the  glue  that  held  WID  together? 

That's  what  Phil  Lee  has  asserted.   Phil  is  our  founding  chair  of 
the  board.   I'm  sure  I  was.   People  used  to  say  to  me  that  I  was 
the  only  person  they  could  think  of  that  could  work  with  both  Ed 
and  Judy. 
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O'Hara:   [laughing] 

Leon:    I  loved  them  both.   I  think  I  said  this  in  the  beginning,  that  I 

would  never  have  even  dreamed  of  starting  WID  if  I  didn't  have  the 
chance  to  have  both  of  them—because  I  needed  both  of  them—it 
needed  both  of  their  talents.   I  was  in  the  extraordinary  position 
where  I  had  the  affection  and  trust  of  both  of  them.   I  dearly 
loved  them  both.  And  so  we  were  able  to  get  around  all  of  these 
interpersonal  problems  that  I  think  had  interfered  with  so  many 
other  people's  ability  to  work  well  with  these  people.   These  are 
brilliant  people,  and  many  people  have  found  them  very  difficult 
to  work  with.  And  I  include  even—even  must  include  Hale  in  that, 
you  know?   Hale  Zukas.   Because  Hale  is  a  genius,  but  it's  very 
hard  to  bring  it  out  [chuckling]  and  get  him  to  use  it  and  to 
apply  it. 

O'Hara:   And  you  work  well  with  him. 

Leon:     Yes,  yes,  yes.   Well,  what  I'd  like  to  think  is  that  I  created  an 
environment  where  people  could  do  their  work,  could  work  well. 
That,  to  me,  was  really  rewarding.   Yes. 

O'Hara:   Is  there  anything  we  have  omitted  that  you  think  should  be 
included? 

Leon:     Well,  the  only  thing  I  think  should  be  included  at  this  end  is  the 
role  of  Ramon  in  the  World  Institute  on  Disability.   I  was 
thinking  of  it  this  morning.   You  know,  I'm  working  as  a 
consultant  now,  and  I  was  working  on  the  Ed  Roberts  Campus  this 
morning,  and  Ramon  was  rewriting  [chuckling]  my  letter  to  the  San 
Francisco  Foundation,  and  I  was  thinking  nobody  that  knows  what 
they  get  [laughing]  when  they  hire  me!   (They  get  Ramon.)   Ramon 
has  been  a  really  invaluable  partner  to  me  in  all  this,  someone 
that  I  can  talk  through  my  work  and  who's  a  good  editor  and  very 
supportive  and  very  encouraging. 

O'Hara:   We're  talking  about  Ramon  Jimenez,  your  husband. 
Leon:     Yes. 

O'Hara:   I  remember  well  how  much  credit  he  deserved  during  the  memorial. 
He  was  always  ready  to  back  everybody  up. 

Leon:  Oh,  good,  yes. 
O'Hara:  Anything  else? 
Leon:  No,  I  don't  think  so. 
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